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PERSONAL STUDY PLAN.
Date of Registration:
Date:
Name: Lesley Edwards 
September 1998 
January 1995
Registration Number: 3416828
Course a im :
To attain greater professional competence in order to enhance the 
contribution of clinical psychology to health care.
Course objective:
To produce a portfolio of academic study, professional practice and research 
that will demonstrate increased competence in these three areas.
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PROFESSIONAL DOSSIER (Personal Study Plan).
Aims:
To demonstrate professional competence.
To enhance professional competence by critical analysis of clinical practice.
Brief Curriculum Vitae since qualification as a Clinical Psychologist.
(More detailed Curriculum Vitae in the Professional Dossier.)
Clinical Psychology Training.
M.Sc. Clinical Psychology. 1989-1991
Institute of Psychiatry, University of London.
(Certificate in Appendix 1)
Clinical Psychology Positions.
Chartered Clinical Psychologist 1994-present
Royal Marsden NHS Trust,
Sutton, Surrey. Specialist Paediatric Psycho-Oncology.
Duties include : clinical, research, teaching, service development and 
supervision of clinical psychology trainees. Specialist work involving: bone 
marrow transplant patients, brain tumour patients and neuropsychology, 
bereavement, and adolescent services.
Senior Clinical Psychologist 1991-1994
Eastbourne Health Authority, East Sussex.
Duties included: clinical, innovation of new primary healthcare clinical service 
and family therapy service. Developing and carrying out an audit of the child 
clinical psychology practice.
Voluntary Work.
CRUSE volunteer, with bereaved people and their families. 1993-1994
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Continuing Professional Development.
Specialist Training.
Certificate in the theory of Family and Marital Therapy 1991 -1993
(Part time). Institute of Family Therapy (London).
(Certificate in Appendix 2).
Courses/Workshops attended.
Included South West Thames Special Interest Group (Child and Adolescent) 
training days. Cognitive behaviour therapy training days. Chronic Fatigue 
Syndrome conference. Bereavement training days. Children Act training 
update. Quality of Life training days. Further training about chronic illness.
Teaching /Conferences (given).
Includes: teaching on the M.Sc. Health Psychology course (University of 
Surrey). Participation in Child Hospice Week conference, panel discussant 
on Loss of Dreams Bereavement Day. Teaching to the International Youth 
Science Forum. Teaching to nursing, medical, multi-disciplinary staff, within 
the hospital, and to the teachers of the child patients.
Professional Membership.
Chartered Clinical Psychologist.
Member of Clinical Psychology in Oncology Group
Member of South West Thames Special Interest Group (Child & Adolescent) 
Member of H.I.R.E. (Head Injuries Re-Education)
Clinical Practice Service innovation.
Development of a new paediatric psycho-oncology practice at a 
children’s cancer unit: service innovation.
The innovation of paediatric psycho-oncology service, within a children’s 
cancer unit, will be described, as will the background information and 
consultation which were needed in order to set it up.
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ACADEMIC DOSSIER (Personal Study Plan).
Aims:
To enhance the knowledge of two specialist areas of clinical psychology.
To demonstrate an ability to critically evaluate the literature, and to explore 
the relationship between theory and empirical evidence.
Critical Review 1.
Children, adolescents and chronic fatigue syndrome: modern myth or 
factual reality? Review and critique.
The subject of chronic fatigue syndrome in children and adolescents was 
chosen, because it is a much debated subject, with unclear diagnostic 
criteria. There continues to be a discussion about proposed aetiological 
factors. The critical review aimed to clarify the current situation surrounding 
chronic fatigue syndrome including investigating definitions, diagnostic 
criteria and epidemiology. The review will also establish what interventions 
are being offered, and then suggest recommendations for further research.
Critical Review 2.
Psychosocial sequalae for the whole family when there is a sibling 
donor for a child’s bone marrow transplant: a review paper from a 
systemic perspective.
The increase in numbers of bone marrow transplants and survivors, has lead 
to the recognition of the importance of what the psychosocial implications of a 
family member undergoing a transplant, will have on the family members and 
on the family system. The critical review aimed to consider the whole family, 
and the wider social system when contemplating a bone marrow transplant. 
Issues of consent, and decision making were also considered, within the 
family framework. The review outlined the need for clinical psychological 
assessment and interventions within the bone marrow transplant process.
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RESEARCH DOSSIER (Personal Study Plan).
Aim:
To demonstrate an adequate knowledge of theory and the research literature 
in the area.
To provide evidence of independent, critical and analytic skills.
To provide evidence of the abilities to select and to use appropriate research 
methods, and methods of data analysis in an original piece of empirical 
research; and to provide evidence of the ability to interpret empirical data 
appropriately.
Title : What it means to be an adolescent and diagnosed with and treated for 
cancer: a qualitative phenomenological study.
Research supervisor: Professor Ian Davies.
Background.
Adolescents with a diagnosis of cancer are currently treated in both adult and 
paediatric units in the hospital. There is no current policy relating specifically 
to adolescents, or guidelines available about how to manage these difficult to 
place patients. In order to start initiating such a policy, an understanding of 
what the experience of being diagnosed with and treated for cancer means to 
the adolescents, and an understanding of their needs was required. In order 
to really hear their words, in an unrestricted and open discussion, 
phenomenology was chosen as the qualitative research methodology. 
Phenomenological methodology is designed to describe the essence of a 
lived experience, and participants are chosen because they have lived the 
experience being investigated, i.e. what it means to be diagnosed and treated 
for cancer.
Design, methodology, and data collection.
The qualitative phenomenological study design was presented to the hospital 
multi-disciplinary team and to the research supervisor.
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The study was then presented and accepted at the hospital research and 
ethics committees.
The participants in the study (referred to as co-researchers) gave their 
informed consent for the interviews to take place, at a time, place and date of 
their choice. In line with phenomenological research methodology, taped 
open ended interviews were used, with interview question guidelines. The 
interviews were then transcribed.
The interviews where then read, and reflected upon, and the essential 
meaning units (themes) coded, and collected using NUDIST computer 
software. The meaning units (themes) were then clustered together into main 
themes, and into sub categories.
Each co-researchers interview was coded according to these themes, and 
then the description of the results was discussed with the co-researcher to 
examine if the results of the study had reflected their views and perceptions 
(member validation).
The results conclusions and were then interpreted and written up, and 
recommendations for further research were suggested.
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CURRICULUM VITAE 
POST QUALIFICATION EXPERIENCE AND CONTINUING PROFESSIONAL
DEVELOPMENT.
LESLEY EDWARDS.
Clinical Psychology Training
MSc. Clinical Psychology course 1989-1991
Institute of Psychiatry, University of London.
Specialist placements:
• Neuropsychology (Supervisor: Camilla Herbert), Atkinson Morley Hospital.
• Forensic (Supervisor: Robert Sharrock and Gisli Gudjonssen), Bethlem 
Hospital.
• Pain and symptom control (Supervisor: Beverley Sokel) Great Ormond 
Street Hospital for Sick Children.
Research thesis :
Children’s peer relationships: identification of personal characteristics and 
friendship patterns of children who are at risk of becoming “bullies or victims”. 
(Supervisor: Maria Callias).
Clinical Psychology Positions
Chartered Child and Adolescent Clinical Psychologist 1994- present 
Royal Marsden NHS Trust, Sutton, Surrey.
Grade A spine point 34-36 1994-1997
Grade A spine point 37-39 (promoted) 1997-present
Paediatric psycho-oncology practice, specialist work with children who have 
cancer and their families.
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Duties include:
Setting up the new service (discussed in the professional dossier).
Clinical practice: individual, couple, family and group work, and multi­
disciplinary liaison.
Research:
(Appendix 1 for more detailed description).
• A randomised controlled trial of adjuvant psychological therapy (cognitive- 
behavioural family therapy) for newly diagnosed patients and their families.
• What it means to be an adolescent and diagnosed with and treated for 
cancer (discussed in Research Dossier).
• Late effects of treatment, for adolescents; joint project with Child 
Psychiatrist and Paediatric Endocrinologist.
• Development of a paediatric oncology quality of life measure, joint project 
with Consultant Clinical Psychologist.
Teaching:
• Ongoing teaching to medical students and junior doctors, nursing staff, 
teachers of the patients, and to the multi-disciplinary team.
• Participated in teaching on the M.Sc. Health Psychology course at the 
University of Surrey.
• Teaching to the International Youth Science Forum.
Development of specialist psychological services in the areas of:
(as discussed in main section of the Professional Dossier).
Bone marrow transplantations.
Bereavement.
Brain tumour patients, and neuropsychological assessments.
Adolescents.
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Supervision.
Of third year specialist placements on the PsychD. Clinical Psychology 
Course (University of Surrey).
Senior Clinical Psychologist 1991 -1994
Community Services 
Eastbourne Health Authority 
Hailsham, East Sussex
Duties included:
• Individual, family, marital and group work.
• Working as a member of the family therapy team.
• Developing and completing an audit of the clinical psychology practice 
(see Appendix 2)
• Setting up a new clinical psychology child and family practice in a primary 
healthcare setting.
• Supervising and teaching health visitors in primary health care.
Voluntary Work.
CRUSE volunteer 1993-1994
Volunteer for bereaved people and their families.
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Continuing Professional Development
Continuing specialist training.
Certificate in the theory of Family and Marital therapy 
(Part time). Institute of Family Therapy (London).
1991-1993
Courses/Workshops attended.
Courses attended: ( Since working at the Royal Marsden NHS Trust). 
Cognitive therapies for children and adolescents Mar. 1994
(Leicester).
Day conference on Paediatric Psychology Service Delivery. June 1994
The Children Act (Update). Dec. 1994
Speciallnterest Group (SIG). Dec. 1994
Children in grief. May 1995
(Mayor’s conference, Merton).
Cognitive Behaviour therapy Nov. 1995
(Salomons Centre).
Chronic Fatigue syndrome Feb. 1996
(St. Helier Hospital).
Quality of life in paediatric oncology May. 1996
(Heriot Watt University)
Children & Bereavement (SIG ). Sep.
Computers in clinical practice (St. George’s). Feb.
Winston’s Wish training day May.
(Bereavement work and creative strategies) Gloucester.
SIG Working with deaf children. Nov.
British Psychosocial Oncology Society (London). Dec.
The Psychological Management of life threatening and
chronic diseases in children ( Institute of Child Health) Mar. 1998
1996
1997
1997
1997
1997
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Teaching/Conferences (taught).
External to the hospital.
M.Sc. Health Psychology (University of Surrey) Mar.
The psychological impact of cancer on children 
and adolescents.
Loss of Dreams Bereavement Day ( Panel discussant). Sep.
(See Appendix 3).
What happens to the family when a child is terminally ill ? Sep. 
Children’s Hospice Week Conference.
(See Appendix 4).
Within the hospital.
International Youth Science Forum. July
Teachers Study day. July
Teaching to nursing staff:
Psychological assessment of adolescents. Jan.
Psychological aspects BMT (bone marrow transplant Mar.
on the family).
Paediatric management and patient care. May
Preparation for a siblings death. Nov.
Adolescents and cancer. Nov.
Communicating with the child with cancer. Nov.
Normal and abnormal grief reactions. Dec.
Impact of cancer on siblings. Jan.
Chronic illness and adolescents. Jan.
Teaching to medical staff.
Communicating with children Oct
Communicating with adolescents May
To South West Thames Special Interest Group 
Childhood cancer and psychological services. Nov.
1997
1997
1998
1997-8
1995-8
1995
1995-8
1995-8
1996-7 
1996-7 
1997
1997
1998 
1998
1994-7
1995-8
1996
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Professional membership.
• Chartered Clinical Psychologist.
• Member of Clinical Psychologists in Oncology Group.
• Member of South West Thames Clinical psychologists Special Interest 
group.
• Member of HIRE (Head Injuries Re-Education).
Member of Working Groups within the hospital.
• Paediatric Neuro-Oncology Multi-disciplinary Group.
• Paediatric psycho-oncology group.
• Bereavement working party.
Further service development.
To increase the neuro-psychology practice, with increased personnel.
To undertake research into the effects of Bone marrow transplant on the 
family, and family functioning.
To continue to develop adolescent services.
To continue to develop the bereavement services.
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DEVELOPMENT OF A NEW PAEDIATRIC PSYCHO-ONCOLOGY 
PRACTICE AT A CHILDREN’S CANCER UNIT: SERVICE INNOVATION.
The aim of this section is to describe the service innovation of a paediatric 
psycho-oncology position. The background work to develop the position, the 
theoretical background of psycho-oncology and the service innovation will be 
discussed.
INTRODUCTION OF THE SERVICE.
The Paediatric Unit of the Royal Marsden Hospital currently admits 120 new 
cancer patients a year (age range 0-19 years approximately), and is one of 
twenty three United Kingdoms Childhood Cancer Study Group Centres 
(UKCCSG). In 1992 funding was proposed for a clinical psychologist to offer 
a psychological support service full time to the Unit. Initially this was to be 
funded by a research grant, evaluating a controlled randomised trial 
(Research number 1 in Appendix 1), offering either an intensive cognitive 
behavioural therapy , or standard psychological care, to run for three-four 
years. In 1994 the post was advertised and I was appointed.
The position was a new one, and offered an opportunity to develop a 
paediatric psycho-oncology post, undertake research and to offer clinical 
psychology input to the paediatric unit. The post is managed professionally 
through the Department of Psychological Medicine, which consists o f:
• Consultant Psychiatrist ( Head of Department).
• Consultant Psychologist ( line manager).
• Specialist Psychiatric Registrar.
• Nurse Counsellor.
• Two research Psychologists.
• Trainee Clinical Psychologist ( when on their specialist placements).
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All of the above, apart from trainees working directly with me, and a research 
psychologist completing data entry for one of my research projects, work 
exclusively with adults who have cancer and their families.
The clinical work is carried out as part of the paediatric multi-disciplinary 
team, which consists o f:
• Consultant Pediatric Oncologists (child cancer medical specialists).
• Specialist/Senior Medical Registrars.
• Ward Managers (manage the ward and budgets).
• Ward and Outpatient Sisters.
• Community Liaison Sisters (co-ordinate community care, particularly when 
patients become terminally ill).
• One session a week child psychiatrist (appointed 1998).
• Staff Nurses.
• Social Worker.
• Physiotherapists.
• Occupational Therapists.
• Play Specialists.
• School Teachers.
• Dieticians.
• Ward Clerks.
• Radiographers.
• Chaplain.
Core statement of the new position.
The core statement of the job as chartered Child and Adolescent Clinical 
Psychologist was to set up and provide a clinical psychology service to the 
Paediatric Oncology (cancer) unit of the Royal Marsden Trust. To contribute 
to training and teaching as required, and to assist in the development of 
research and evaluation studies relevant to the paediatric unit. The principal 
duties were outlined as :
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Clinical.
•  To provide psychological assessment, therapeutic and evaluation services 
to the Paediatric Oncology Unit.
• To participate in multi-disciplinary meetings, concerned with the delivery 
and development of clinical and psychological services.
• To advise other professionals on the psychological assessment and 
treatment of patients as necessary.
Service Development.
• To contribute to setting and monitoring objectives for clinical psychology 
services to the Paediatric Oncology unit.
Teaching and training.
• To provide supervision and teaching to any trainee clinical psychologist on 
placement with the Royal Marsden.
• To teach psychology to other professions as required.
Research and evaluation.
• To contribute to the setting and evaluation of goals to achieve a good 
quality of service to patients.
The post was jointly appointed by the Department of Psychological Medicine 
and the Paediatric Unit, which offered an opportunity to work across both 
teams in setting up this new service. It was interesting to note that I would be 
joining a well established organisation, working with two separate 
departments, and attempting to fit in with both , and would need to set up new 
working guidelines within each. In recognising the significance of joining an 
already existing system, it was important to note that it is more than just 
joining the individuals from which it is composed; it was important to 
recognise the systemic implications of joining these systems ( Kat 1988).
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BACKGROUND INFORMATION, IN ORDER TO SET UP THIS SERVICE.
In order to set up the service, I consulted with Clinical Psycho-Oncologists in 
practice in Liverpool and Great Ormond Street Hospital. Two months were 
spent in induction and evaluation were spent at the Royal Marsden, 
assessing what was perceived to be needed, by talking with the multi­
disciplinary teams, and the patients and their families on the wards. The key 
areas to be set up were, referral systems, clinical psychology service 
provision, potential areas of special interest, ideas for research, teaching, 
training, supervision, and consultation.
The Theoretical context for this post was based on my experience in Family 
Therapy, and the importance of Family Systems models which 
principally argues that the family acts as a system, with changes in any one 
member, influencing the other members (Peterson & Roberts 1991, 
Goldenberg & Goldenberg 1996). My previous experience working with 
bereavement from CRUSE volunteering, offered practical experience in 
working with bereaved families, and beginning to understand about loss and 
grieving. My Clinical Psychology training, much of which focused on cognitive 
behavioural work, and the specialist placements in pain and symptom control, 
and neuropsychology, provided knowledge in areas which would prove to be 
instrumental in this new service. The development of psycho-oncology, and 
understanding the impact of cancer on patients and their families, would 
prove to be the starting point for understanding where to begin addressing 
service needs.
In order to describe the service innovation, it will be necessary to explore 
briefly the background of psycho-oncology, and guidelines which have been 
suggested by working parties in psycho-social service provision.
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Background of Psycho-Oncology.
Psycho-oncology, looks at the psychological impact of cancer on the patient 
and his or her own family, and the role that psychological and behavioural 
variables may have in cancer risk and survival^ Holland & Rowland 1989).
It is important to consider how the ethos of cancer, the ease of talking about 
it, and the development of psychological and psychiatric services within the 
medical and cancer world have evolved. See Table 1 describing events and 
attitudes influencing perception of and response to cancer.
It is essential when working in a hospital environment, and in a multi­
disciplinary team, to develop effective liaison between disciplines, to promote 
good working relationships and to gradually obtain a knowledge about cancer 
diagnoses, treatment and prognoses. As the prognoses and survival rates of 
cancer continue to improve, the psychological adjustment of children with 
cancer continues to receive considerable attention ( Eiser 1990).
Considering those risk factors, which may hinder adaptation and adjustment 
to the diagnosis, and which are important when understanding the impact of 
cancer on patients and their families , those factors to consider are (Eiser 
1990, Edwards & Davis 1997):
• Disease/disability parameters (What is the diagnosis?, handicap severity, 
visibility of disease, involvement of the brain).
• Intrapersonal factors (temperament of the family members, competence of 
the family members, motivation, the family’s problem-solving ability).
• Socio ecological factors (family environment, quality of, and availability of 
social support, family members adaptation, resources available).
• Stress processing, how family members deal with stress (coping 
strategies, other concurrent stresses).
Important variables which have been associated with good coping include ; 
Openness in communication, emotional support, quality of marital 
relationship, family income, religious beliefs and a positive approach (Eiser 
1990).
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Table 1. Events and attitudes influencing perception of and response to
cancer (adapted from Holland & Rowland 1989).
Decade Medicine and cancer Attitudes toward 
disease and doctors
Psychiatry and 
psychology
1800’s Mortality highest from 
infectious diseases, 
introduction of 
anaesthesia and surgery 
for cancer.
Expectation of high 
mortality, stigma and 
shame, guilt 
associated with 
having cancer.
Concern with major 
mental illness.
1900-
1920’s
Successful surgery to 
remove some cancers, 
radiation used for 
palliative treatment.
Fear of going to 
hospital, fear of 
diagnosis about 
cancer, patients 
generally never told 
cancer diagnosis
Psycho-biological 
approach to disease.
1930’s National Cancer Institute 
and International Union 
against Cancer formed.
Visitor programs 
(volunteer) for 
patients with cancer 
started.
Psychosomatic 
movement begun, 
consultation and general 
psychiatric units 
flourished.
1940’s Nitrogen mustards found 
to have ant-tumour 
action, first remission of 
acute leukaemia by 
drugs
Pervasive pessimism 
about outcome of 
cancer treatment.
Psychodynamic 
approach, search for a 
cancer personality and 
life events as stimulus for 
cancer growth.
1950’s Beginning of 
chemotherapy.
Debate about the 
practice of not 
revealing cancer 
diagnosis reaches the 
public.
First papers of 
psychological reactions 
to cancer, psychiatrists 
strongly favour revealing 
diagnosis.
1960’s Combined modality 
treatment of cancer.
Cancer more openly 
discussed, less taboo.
Beginning thanatology 
movement, hospice 
movement begun in 
England.
1970’s Increasing development 
of life sustaining 
technotherapy, new 
chemotherapy drugs.
Statement of patients 
rights.
Resurgence of genera! 
psychiatry and 
psychology liaison, 
development of health 
psychology and 
behavioural medicine.
1980’s Number of survivors 
increase, particularly in 
childhood leukaemia, 
Hodgkin’s disease and 
testicular cancer.
Consumer movement, 
about human aspects 
of patient treatment, 
symptom control, 
quality of life issues, 
and palliative care.
Studies of ethical legal 
and emotional issues, 
and major studies of 
cancer survivors, studies 
of stress management.
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It is acknowledged that being diagnosed with cancer is a terrifying concept, 
difficult to imagine, and people have said that it feels totally unreal and 
unbelievable when it actually does happen. For many families it is the worst 
thing imaginable, and to be diagnosed with cancer is equal to being given a 
death sentence. It is not something which many families can prepare for; it is 
almost always unexpected. The diagnosis and treatment can evoke intense 
but usually appropriate reactions of helplessness, fear, anger and guilt, and 
depression that may be manifested in medical non-compliance, school 
adjustment problems, interpersonal conflicts, marital; stress, sibling 
adjustment problems and financial strain (Adams-Greenly 1989). There 
remains a stigma surrounding cancer, and it is important to start to challenge 
it. The survival rates of childhood cancer are increasing, and the five year 
survival rate is now over 60%.
In most childhood cancer hospitals, a team approach is in operation, and it is 
recognised that the multi-disciplinary approach team approach, can be seen 
as an organised system of psychological support from the members of that 
team. (Adams-Greenly 1989, Eiser 1990, The Audit Commission 1993, 
American Academy of Pediatrics Section Statement 1997). The psychological 
support should not be seen as solely coming from the mental health 
professional, and psycho-social care is provided from all levels of the multi­
disciplinary team. Irrespective of team composition, the crucial issue is that 
co-operation and collaboration among these professionals is paramount to 
effective psychosocial management. Referral on to specialised child mental 
health professionals is considered to be appropriate when children or families 
distress or problems are persistent, complex or severe (Edwards & Davis 
1997).
The use of the professional within the multi-disciplinary team as a team 
provider of psychological care reflects an awareness of important concepts of 
systems theory: where the system (team) is an entity, rather than a 
conglomeration of parts; the goal of this team is to integrate the skills and
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perspectives of diverse disciplines in order to provide optimal health care. In 
an integrated system of psychological support, rather than receiving 
compartmentalised assistance from each professional, patients receive input 
from the entire system, which reflects the patients role within the system.
Guidelines for setting up psychosocial support services:
In a Paediatric Oncology Unit.
A working group on psychosocial issues from the American Cancer Society 
drew up a protocol for psycho-social services, designed to accommodate the 
individual needs of both the family and caregivers, and their institutions. It 
also had as its objective the normalisation and empowerment of the child and 
family. It was stated that the service must be comprehensive and needs to 
take a longitudinal approach to care (Chesler, Heiney, Perrin, Monaco, Kupst, 
Cincotta, Katz, Deasy-Spinetta, Whittam & Foley 1993).
The key principles that were suggested were :
1. Psychosocial care is, and should be seen as essential to improving the 
chances for disease free and life enhancing futures for everyone affected 
by childhood cancer.
2. A comprehensive psychosocial program should promote emotional growth 
and development and the maintenance of normal childhood, adolescence 
and young adulthood.
3. A psychosocial program should focus on the child and family, with 
attention paid to how the family defines itself, its support network, and its 
stage in the life cycle.
4. The programme should focus on co-ordination and use of the wide range 
of psychosocial services and partners available in the community (schools, 
churches, peer and parent groups, financial institutions and community 
organisation).
5. All children and family should have access to respectful and sensitive 
psychosocial programs.
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6. Inherent in psychosocial programs is commitment to longitudinal support, 
from pre-diagnosis and throughout life, especially to meet needs reflected 
in recent research, dealing with late effects, bereavement, genetics and 
long term survivors.
7. Models of psychosocial care should be based on basic and clinical, 
psychological, and behavioural research , clinical expertise and 
patient/family experiences.
8. Efforts must be made to involve new partners in the generation of funds to 
support psychosocial programs.
9. Each member of the formal or informal team, including professional, 
parents and patients contributes in an important way to psychosocial 
support.
10.Children and adolescents diagnosed with cancer must receive care at 
cancer centres with full programs of psychosocial support, with full 
programs of psychosocial assessment, intervention and support for 
themselves and families.
11 .Joining forces with other groups serving children with diseases can 
increase wisdom and export the paradigm of psychosocial care.
12.The unique perspectives of the child/adolescent with cancer regarding 
their emotional and social needs should be incorporated into all 
components of the psychosocial and medical program.
13.Comprehensive psychosocial programs need to be multifaceted with 
ample opportunities for children and families to be supported through the 
course of illness, treatment, survivorship and bereavement.
14. Ongoing support for care givers across disciplines is important in adapting 
to the stresses inherent in working with children with cancer. In particular 
peer support, education and training can contribute to the comfort of health 
care professionals in addressing psychosocial issues.
These guidelines were clear, and an excellent starting point from which to
understand the essential issues which need to be considered. Another core
program was also suggested, and is described below (Adams-Greenly 1989)
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providing psychosocial support which needs to be available to the child 
patient and their family, the six core elements were suggested to include:
1. Ongoing or periodic instruction and information about the disease, 
treatment and medical procedures.
2. Appropriate recreation and education.
3. Family focused supportive counselling.
4. Psychiatric and behavioural consultation as needed.
5. Paediatric home support team for those receiving palliative care.
6. Follow up for those off treatment.
The Caiman Hine Report (1995) which served to outline the direction in which 
cancer services in England and Wales should be developed, proposed that: 
patients’ families and carers should be given clear information and assistance 
in a form they can understand about treatment options and outcomes 
available to them at all stages of treatment from diagnosis onwards. They 
also stipulated that the development of cancer services should be patient- 
centred, and should take account of patients, families and carers’ views and 
preferences, as well as those of professionals involved in cancer care. It was 
stressed that good communication between professionals and patients is 
especially important. The overwhelming importance of psycho-social issues 
was also highlighted to recognise the impact that screening, diagnosis and 
treatment of cancer can have on patients, families and their carers. Psycho­
social aspects of cancer care should be considered at all stages during the 
treatment.
In addition to these core protocols, advice about recognising the indirect 
nature of some of the work was also considered when setting up the practice.
Indirect psychological support and psychosocial consultation.
The use of the multi-disciplinary ward round, where the different disciplines 
discuss patients psychosocial needs, and link this to the medical planning, 
provide opportunities for staff to share their concerns about families, and to
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give the best holistic care (Edwards & Davis 1997). The use of multi­
disciplinary and psychosocial word rounds allow the planning of 
interventions, and open discussions about who is doing what, and 
consideration of what else could be offered (Adams-Greenly 1989).
Staff psychological support.
In addition to providing support for the individual patient and family members, 
the stresses and strains of working within a demanding and emotionally 
challenging field should not be underestimated for the staff (Holland 1989, 
Edwards & Davis 1997). It has been recommended that a psychologist’s role 
on the Paediatric Oncology unit might also encompass staff support. In order 
to ensure staff are coping and working effectively, the staff need appropriate 
support, supervision, and to consider their further training needs.
It was also considered important that psychologists receive support and 
supervision, as well as acknowledging the needs of other staff (Edwards & 
Davis 1997).
Specific interventions used with the paediatric populations and their 
families.
It was recognised that in addition to working with the problems and scenarios 
faced by all clinical child psychologists; specialist knowledge is needed for 
this population. In essence the families presenting for treatment for cancer, 
are families, who have to cope with all the problems, existing in the healthy
population, but who are now faced with a life threatening, and potentially 
family-disrupting illness.
Specific problems occur, because of what happens during the stages of 
treatment (i.e. in the disease trajectory). At diagnosis, there is likely to be 
shock, anger and depression; as treatment continues, problems arise from 
the side effects of the treatment, including what this does to self-esteem, peer 
relationships, school attendance, and on family functioning. The ending of 
treatment can also be a very difficult time, involving facing uncertainty, and
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living with the body which once got cancer, without the safety net of treatment 
(Koocher& O’Malley 1981). Relapsing, or facing terminal illness, brings 
another different set of problems.
Some of the specific psychological therapies include:
Cognitive and Behavioural work.
This begins with the identification of the problems paediatric patients face 
during the protracted course of treatment. It is of major interest, of how 
children’s fears and distress reactions to specific procedures can develop 
into phobic-like patterns of behaviour. Specific behavioural procedures 
(positive motivation, attentional distraction, emotive imagery and hypnosis) 
can be used effectively. Behavioural modification, in paediatric intervention in 
paediatric oncology is offered as an adjunct to more traditional methods of 
treatment (Redd 1989). The increased use of hypnosis, progressive 
relaxation, guided imagery, use of biofeedback, and the linking of cognitive 
behavioural strategies has also been reported as useful (Mastrovito 1989, 
Steggles, Damore-Petingola, Maxwell & Lightfoot 1997).
Group work.
Groups run by professionals (educational, psychotherapeutic, cognitive- 
behavioural, self help, or mutual support groups) can be used within the 
oncology population, aimed at control of target symptoms, education and 
opening up communication (Massie, Holland & Straker 1989, Burton &
Watson 1998).
It is clear that paediatric cancer patients and their families require supportive 
intervention at different levels and in different areas, no one aspect of the 
system treats the patients on their own, and provides total care. Close 
consistent collaboration, brings to the patient the best in systemic 
psychological care, and to the staff, the knowledge of a job well done 
(Adams-Greenly 1989).
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DEVELOPMENT OF THE SERVICE.
In line with the guidelines set out above, and with reference to other 
paediatric oncology centres, the service has developed into a thriving, well 
used psycho-oncology service, including the following elements:
• Consulting with Liverpool and Great Ormond Street Hospital, who have 
well established paediatric psycho-oncology services.
• Setting up referral procedures, liaising with and becoming part of the multi­
disciplinary team.
• Setting up individual, couple and family psychological services.
• Networking and liaising with outside agencies.
• Psychometric and neuropsychological testing.
• Setting up of an psycho-social working group for the paediatric unit.
• The teaching, training, and research components of the job.
• The development of areas of further specialist work.
Consulting with other paediatric psycho-oncology centres.
I visited the Liverpool psycho-oncology service, to investigate what service 
they offer, how the service is run, and to forge links with other paediatric 
psychologists. I also visited Great Ormond Street hospital, and received 
supervision when developing the services , for the first six months of my post.
I now have arranged supervision within the Royal Marsden NHS Trust, and 
also engage in peer supervision every fortnight, as part of the Department of 
Psychological Medicine.
Setting up referral procedures, becoming part of the multi disciplinary 
team.
Within the hospitai.
The referral procedure in a paediatric setting, is different from most 
community or general mental health teams. Instead of waiting for referrals 
from General Practitioners, or from tertiary institution referrals, the specialist 
psychological service offered, will be proactive, not just reactive; and is part
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of an ongoing psychological support mechanism as provided by the multi­
disciplinary teams. In order to present psychological support as part of the 
service offered by the multi-disciplinary team, all new patients and their 
families are met within the first few weeks of diagnosis. The aim is to enable 
families to see psychological support as an integral part of the treatment, and 
that they learn that I am part of the multi-disciplinary team. This enables 
patients and families to realise psychological support is easily accessible and 
aim to reduce the stigma associated with ‘seeing the psychologist’.
I introduce myself and my role, carry out a brief assessment explain a little 
about some of the problems often encountered when being treated for cancer 
give them my contact card, with contact telephone numbers, and where I can 
be found, and how they can ask to see me, and arrange any further sessions 
if they wish for support or advice at this stage. I also introduce the adjuvant 
psychological therapy research study I am carrying out (described in 
research section, later in this document, and Appendix 1), if it is appropriate 
at this point.
In order to be presented as part of the multi-disciplinary team my photograph 
is displayed on the staff recognition board, and there is a page about the role 
of the clinical psychologist as part of the ‘my records and information pack’ 
(see Appendix 5), which is given to all new patients, and their families, to 
orientate families to the ward and about the treatments for cancer.
In order to become a valid member of the multi-disciplinary team I attend the 
Friday morning multi disciplinary ward round. It is a forum, to plan 
intervention for patients and their families, in both medical and psycho-social 
areas. It allows the clear planning of who does what, and also is a setting 
where the importance of psychological issues can be discussed (Adams & 
Greenly 1989, Edwards & Davis 1997). Referrals are often made here for 
specific psychological support, if the families have not been referred during 
the week. This ward round discusses patients who are ‘at home’ that is now
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on palliative care (no longer expected to be cured, and who will become 
terminally ill), those on the ward, those who are inpatients at other hospitals, 
and those families who staff are concerned about for any reason.
In addition to the Friday ward round, I also attend the morning staff handover 
sessions, on the ward, which ensures I learn about any new patients, and will 
pick up any referrals form the ward staff. This is also the time for reading, and 
adding to the communication book, where any important information is 
written, both about patients, family staff or anything personal, the names of 
any patients who have died, funeral arrangements, or any good news.
In addition to the referrals given at the ward meeting, and any self referrals 
which might occur as a result of the introductory meeting, referrals can be 
made through my secretary from any member of staff, who fills out a referral 
form. Referrals can also be made in person, and I have made it clear that I 
am available to discuss patients, their families, or referrals every morning in, 
or after the ward handover, until 10.00 a.m.
Referrals from other hospitals/staff, or referrals to other services.
Referrals from other hospitals that the patients attend (shared care hospitals) 
can also be made, and information about the psychological support service is 
usually disseminated by the community liaison team.
If the patient and their family do not attend the hospital regularly, or live far 
away, and psychological support is thought to be necessary, or has been 
requested, a more local psychological service may be needed. I am building 
up a network of professionals who agree to take on this specialised case load 
in the local areas. If there is not a clinical psychology or child psychiatry 
service attached to the shared care hospitals, then the referrals are usually 
made through the General Practitioner. In these cases, I ensure that the 
psychologists can consult with me, and promote good frequent liaison, and 
feedback.
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Setting up individual, family and couple psychological services
In line with the guidelines, and consultations with other psycho-oncologists, I 
have set up and continue to offer psychological services. The type of service 
offered, and psychological models used, are flexible, and planned in 
consultation with the needs of the patient and his or her family.
Individual.
The most common referrals for individual work are for anxiety, depression, 
phobias or adjustment problems, (to the diagnosis and any proposed 
treatments). The work can be carried out with the patient, or any member of 
his or her family.
Cognitive-behavioural work is often used when there are problems 
surrounding procedures, or problems with anticipatory nausea and vomiting, 
or for children who are suffering intractable pain, and usefully could learn 
some procedures to gain some control over an aspect of it. The training I 
received in Great Ormond Street in pain and symptom control management, 
has promoted the use of progressive relaxation, guided imagery, 
hypnotherapy, use of self statements, diaries and distraction techniques.
The liaison with other members of staff is important when teaching such 
procedures, to ensure staff learn what the child or family are doing; this work 
is often carried out in conjunction with the play specialists, and nursing staff.
Parents and children often need the space to talk through with somebody, not 
connected to the family, or medical staff, in a safe confidential place. 
Supportive counselling is often needed at the beginning of treatment, 
throughout treatment when the family is trying to understand what it all 
means, and at times of relapse, or when the child goes into the terminal 
stages of illness.
Bereavement work will be discussed later in this section.
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Family and couple work.
The impact of having a child or adolescent in the family who has received a 
diagnosis of cancer, is often overwhelming, and affects greatly the family’s 
capacity to carry out usual family activities. The upset to the family, and the 
family functioning, affecting all members of the family, can be very striking 
and debilitating. Adjusting to the changes can be difficult, and result in out-of­
control, withdrawn, confusing, or non compliant behaviour. In line with 
system’s theory, the offer of family work, is often taken up, and a short series 
of family therapy sessions, can be seen as facilitating the way forward for the 
family, in a forum, where they can talk safely, confidentially, and ensure their 
voices are heard.
The impact on the marital and parental couple can also be overwhelming, 
and many families, feel their relationship has changed, both in positive and 
negative ways. Specific work for couples, or for parent-child dyads is often 
requested and seen as an opportunity to reflect on what has happened, and 
the opportunity to talk difficult issues through with a third person, is often 
taken up.
Group work.
Currently there is an informal parent group which meets weekly, which I 
facilitate (mutual support), continuing development of adolescent group (see 
below in psycho-social working group), and plans are being made to develop 
sibling days (to Introduce them to aspects of the hospital not usually seen, 
and to further their understanding about what has happened to their sibling). 
A bereavement day for the whole family takes place yearly, with additional 
quarterly meetings for the parent bereavement support group.
Difficulties faced when introducing the service.
Coming into an already established service, as a new professional was 
extremely challenging. The hospital has extremely well qualified staff, and 
psycho-social problems were being dealt with by a wide range of
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professionals ( including social workers, play specialists, nursing and medical 
staff). The appointment of a Clinical Psychologist could be seen as a 
suggestion that other members of staff were not able to meet the psycho­
social needs of the children and their families. This potentially alienating and 
de-skilling assumption, needed to be countered, and good working 
relationships established early on, in order to challenge any such 
assumptions. In order to gain the trust and co-operation of the staff, it was 
crucial to acknowledge and recognise their skills and expertise, and also to 
demonstrate both the different roles and skills of a psychologist, and 
promote the use of collaborative and facilitative working, within the multi­
disciplinary team. By spending the first couple of months in consultation with 
the staff, I was able to ascertain what the staff considered their particular 
psycho-social skills were, and also where they felt there were gaps in 
services, without assuming that I had or knew all the answers. To differentiate 
the different roles, and explain the consultation, liaison and joint working 
practice, I undertook regular staff teaching sessions, which allowed feedback 
between all parties, and the recognition that my role and skills would be 
complementary to theirs, not replacing their previous roles and skills.
The breakthrough and recognition came soon after I had joined, and the ward 
staff were having extreme difficulties with a needle phobic, and extremely shy 
and private young girl. It had proved extremely distressing for her, her 
parents and staff, to try and treat her. By explaining the proven role of 
psychologists in helping phobic patients, explanation of psychological theory, 
and through the use of systematic desensitisation, relaxation, distraction and 
family therapy, the family and child felt much more in control, and she was 
able to participate in treatment with much reduced distress. This allowed the 
staff to see the good clinical use that psychology can be used for, and that by 
working collaboratively with the ward staff, the staff were able to help 
participate in the programme, and recognise that a clinical psychologist on 
the staff could be useful, and not de-skilling to them, or their work.
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In addition to working closely with the staff, I made myself highly visible both 
on the ward, and in staff meetings, to show willingness to participate, learn 
about cancer, and to learn about the different treatments, diagnoses, and 
prognoses. One of the most important forums for the different professionals to 
discuss patients and their medical and psycho-social problems is the weekly 
multidisciplinary ward round. In the consultation period, this ward round was 
criticised from several staff groups as being too medically orientated, and 
very intimidating. In order to effectively join the multi-disciplinary team, and 
promote the discussion of psycho-social as well as medical problems, I 
suggested a revolving chair, which hopefully could allow other than medical 
voices to be heard. This suggestion was taken up, and further demonstrated 
the effective use of consultation and multi-disciplinary working, to help the 
ward staff, as well as for the patients and their families.
Working in a hospital, certainly can be challenging for the pre-existing staff, 
who regard you with a certain amount of suspicion; until you become one of 
the team, and you can show recognition for what they have achieved, and 
worked out the basis for an effective working relationship. The incoming 
professional also has to learn a whole new medical language, and have a 
grasp about what is happening medically, and not to appear a fool when first 
particpating in a ward round. The joining of a new professional is a learning 
process for both parties, and it was crucial to remember that this is an 
ongoing process, with lessons learned and mistakes made on all sides, and 
that respect and honesty of all members were crucial to start to new service.
Networking and liaising with outside agencies.
Children and adolescents with cancer, belong to a wider social network, 
including school, peer groups and local medical services. Facilitating the 
children’s and adolescents return to school or college, and further 
educational training is an important part of treating the child holistically. In 
collaboration with other members of the multi-disciplinary team, an effective 
and open liaison with these establishments was set up, including visits and
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talks to the schools, and colleges, and offering consultation and advice 
services as needed. A teacher training day is an important part of the liaison 
role and I now present a session, teaching about the psychological impact of 
cancer on the family, and the roles that teachers can play. This teaching day 
is a multi-disciplinary presentation and we invite all the new patients’ schools 
to attend.
Psychometric and neuropsychological testing.
An integral part of the job is providing psychometric and neuropsychological 
testing services, particularly for those having radiotherapy to the brain, and 
for those with brain tumours; because of a likelihood of cognitive impairment. 
The under-resourced educational psychology service has meant, that many 
of these children, do not get assessed and are not considered for 
statementing of their special educational needs. The time needed to complete 
and interpret such psychometric tests precludes the availability for this testing 
on all the children, and negotiations are being made to allocate funding for a 
neuro-psychologist, for this important area.
Setting up of an psycho-social working group in the paediatric unit.
The need to address psycho-social issues in a forum , apart from the multi­
disciplinary ward round, was felt to be needed by members of the multi­
disciplinary team. I have developed a psychosocial working group with the 
newly appointed child psychiatrist. The membership of this group is for 
anyone interested in psycho-social issues, and any member of staff can 
attend regularly or as frequently or as little as they need. The core group 
which consists of; myself, the child psychiatrist, social worker, teachers, play 
specialist, member of the community liaison team and a research nurse. The 
aims of this monthly group are:
• For the monthly meeting, to be a mixture, of support, information, and 
planning for development of psychosocial services.
• To discuss staff support, what needs to be offered, what support facilities 
are currently available.
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• What projects, and research are underway, and what needs to be 
developed and researched.
• Looking at the special needs of brain tumour patients.
• Continuing development of the bereavement services.
The teaching, training, and research components of the post.
Teaching.
As in the curriculum vitae section, teaching is seen as an integral and 
important part of the position. It is essential to be able to teach psychological 
theory and theoretical concepts of illness and coping , communication skills 
to members of the multi-disciplinary team, and to teachers of the patients. To 
share this knowledge, and to increase the psychological support from other 
members of the team, basic psychology needs to be taught.
Teaching is offered to:
Medical staff: Concentrating on communication skills, basic psychology, 
importance of developmental issues and awareness, teaching based on the 
results of research.
Nursing staff: The hospital is a paediatric and postgraduate nursing teaching 
centre, and I teach on the B.Sc., M.Sc. and diploma courses. The teaching is 
concentrated on psychological impact of cancer on the patients and family, 
family and developmental issues. Issues surrounding death, dying,
bereavement, and preparation for death.
Teachers: In order to help the patients school teachers understand what 
having cancer means to the child, adolescent, their siblings and their family, 
the hospital organises two conferences for teachers a year. My session 
concentrates on the psychological impact of the diagnosis and treatment on 
the patient and family. I also address issues of statementing, and the 
importance of referring the children to educational psychology services for 
assessment, and special consideration for exams.
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The importance of recognising the needs of siblings, and what the diagnosis 
and treatment has meant for them is also addressed.
Teaching to other organisations.
• I have also presented a paper at the South West Thames child psychology 
Special Interest Group, about children, adolescents, psychology and 
cancer.
• I have introduced the research I am participating in, and gave workshops 
for the Amsterdam Children’s Cancer Hospital.
• International Youth Science Forum.
• Been a member of a panel on adolescents and loss (loss of dreams) 
(Appendix 3)
• Been a main speaker at the Child Hospice week Conference (Appendix 4) 
Training.
The continuing professional development of clinical psychologists, and all 
member of the staff is seen as important, and when possible, and depending 
on the workload, I also attend training courses, workshops and conferences . 
(See training section of the curriculum vitae).
Research.
I am currently involved in four main areas of research, briefly described in the 
curriculum vitae, (details are included in the Appendix 1)
The development of areas of further specialist work have also been 
initiated.
Bone marrow transpiant patients.
The hospital has recently become a national bone marrow transplant centre, 
accepting referrals for children to have bone marrow transplants from all over 
the United Kingdom. This means that children and adolescents who are new 
to us, come and undergo bone marrow transplants, and stay with us for up to
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four months at a time, away from their families, and undergo a procedure that 
can be fatal, and caries long term medical and psychological sequelae.
The psychological assessment is now part of the bone marrow protocol, and I 
see all families coming up for transplant, to assess their knowledge, and 
feelings about the procedure, and to assess how they have coped so far with 
the treatment. It is also important to look at issues of consent, an assent 
about who decided for the bone marrow transplant to go ahead. The family 
will probably be separated for a long period of time, which can have 
unexpected effects on family functioning, particularly if the donor is a sibling, 
then this aspect also will be addressed in the psychological assessment 
session. The session, often is split over several appointments, and the family 
is seen, as a whole, then patient and sibling donor(if appropriate) and parents 
seen separately. Psychological support is offered throughout the transplant, 
and follow up after the transplant is offered, or local support arranged in line 
with the patient and family’s wishes.
Adolescents.
The special needs of adolescents, are noted to be important when being 
diagnosed and treated for cancer. The need to develop a hospital policy for 
placement and treatment of adolescents has been seen as a service need. 
The qualitative study carried out has been seen as the first step in 
understanding the needs of the adolescents (this research is discussed in the 
Research Dossier).
I am also involved in running an adolescent group whose main function at 
present is completing a video, about their experiences, which will be used 
when introducing new adolescents to the unit. It is hoped that we will then set 
up an ongoing adolescent group to meet regularly.
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Brain Tumour patients.
Brain tumour patients are seen as a potentially vulnerable group. This is 
because they are often are treated mainly as outpatients and do not stay on 
the ward, and the tumours and treatments can have long term psychological 
impacts on development and personality. Being treated as an outpatient may 
mean that they are not well known to the multi-disciplinary team, this is being 
addressed to ensure they receive the full range of services, through the 
implementation of a direct referral service.
The effects of brain tumours and the necessary treatment are known to 
produce a range of side effects; including, altered personality, physical 
handicaps, learning disabilities and altered cognitive abilities. These can 
have severe impact on the family, and require detailed planning about 
involvement of appropriate agencies. The paediatric unit staff meets monthly 
to discuss these patients in a neuro-oncology meeting, to address the varied 
needs of the patients and to plan liaison and networking between outside 
agencies and the Royal Marsden NHS Trust. The psycho-social working 
group is currently evaluating the service offered to these patients and will 
shortly be commencing an audit about what is available, and what is needed. 
The members of the psycho-social group have started to address the needs 
of the brain tumour patients and their families, and have set up the first of a 
series of group meetings to discuss the experience of children, adolescents 
and their parents, and what their needs are. The groups will be run 
separately, initialfy with children, adolescent and parent groups to run 
concurrently.
Bereavement services.
The provision of bereavement services is also being discussed at the psycho­
social working group meetings, and the bereavement working group. There is 
a parent support group (Forget-Me-Not-Trust, FMNT), remembrance book, 
newsletters, and sibling newsletters available. I was involved last year in 
setting up the first of the Royal Marsden’s family bereavement day for which
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we received training from Winston’s Wish, a charity offering bereavement 
services for the Gloucester area. The psycho-social working group, and the 
FMNT, are keen to develop bereavement services further, and this is being 
discussed and planned. As part of the bereavement service, I have been 
writing a booklet with a bereaved parent, for the families whose child is in 
palliative care, and expected not to survive, in order to help them, to prepare 
themselves, the child, and the rest of the family for the child’s death.
Future of the paediatric psycho-oncology department.
The development of the service, and the aims of my position continue to 
grow, as I develop special interests, and liaise more with other staff and 
agencies. In order to recognise the increased responsibility, and autonomy of 
the service, I was promoted last year, and discussions are being considered 
for appointments of further psychologists to meet the psychological need of 
this very special group of patients and their families.
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Appendix 1.
1. A randomised controlled trial, of adjuvant psychological therapy 
(cognitive-behavioural family therapy);for newly diagnosed patients and 
their families.
All new patients between ages four and sixteen are offered to partake in the 
trial, randomised to receive either a small number of intensive family 
cognitive behaviour therapy sessions, or standard psychological care. The 
aim is to discover if having intensive therapy early on in treatment diminishes 
psychopatholgy, and facilitates better family coping (trial is in the fourth year 
of recruitment).
2. What it means to be an adolescent and diagnosed with and treated 
for cancer (discussed in Research Dossier).
A qualitative study, aiming to discover what the lived experience is, of being 
and adolescent and diagnosed with and treated for cancer, from the 
viewpoint of the adolescents. The study also aims to discover the importance 
of the setting in which the adolescents are treated.
3. Late effects o f treatment, for adolescents, joint project with Child 
Psychiatrist and Paediatric Endocrinologist.
A pilot study assessing the psychological and physical late effects of 
treatment for cancer.
4. Development of a paediatric oncology quality of life measure, joint 
project with Consultant Clinical Psychologist.
The development of a paediatric quality of life measure for use in the 
paediatric oncology populations, with versions to be completed by the child, 
adolescent and parent proxy versions.
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Appendix 2.
E a s t b o u r n e  &  C o u n t y
*  L T H C P'9''*'
I
CLIENT SATISFACTION 
S U R V E Y  (1993-1994)
WITHIN
DEPARTMENT OF CLINICAL PSYCHOLOGY 
CHILD SPECIALTY
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Eastbourne and County Healthcare Trust 
Department of Clinical Psychology (Child)
A survey of client's satisfaction with the Clinical Psychology Service was carried out 
between April 1993 and March 1994, as a part o f the quality assurance programme in 
the Child Speciality.
The aims of the survey were to look at three broad areas of client satisfaction:-
1 Satisfaction with contact with the Child Psychology Service, e.g. waiting times, 
accessibility, as well as background information such as who referred the 
client, and who within the family was seen by the psychologist.
2 Satisfaction with the Child Clinical Psychologist, i.e. with the therapy received 
and interaction with the child psychologist.
3 Benefits received from the therapy from the client's perspective.
In addition, it was expected that there would be a positive relationship between the 
length of time a client spent on the waiting list and degree of satisfaction with the 
service, in that a shorter waiting time would correlate with higher satisfaction with the 
service. Similarly it was expected that those clients who received a higher number of 
appointments with the psychologist would perceive greater benefits with the service.
It was expected that the perception of a positive therapeutic relationship between client 
and psychologist would lead to a feeling of greater benefit from the service.
Finally, it was expected that the perception of benefits received by the client would 
diminish in inverse relation to the time between terminating therapy and completing the 
questionnaire.
METHOD
Each family and/or child discharged from the Child Psychology Service between April 
1993 and March 1994 were sent structured questionnaires in the early part of 1994.
These were then revised and simplified after receiving returns from a pilot study in the 
Summer o f 1993, with a sample of 24 clients.
One questionnaire to be sent to parents/families and children over the age of 10. The 
second questionnaire was devised for children under 10 years of age. These were 
divided into four sections: -
a) Background information
b) Contact with the Clinical Psychology Service
c) Satisfaction with the Clinical Psychologist
d) Benefits received from the Service
b, c &  d consisted of 5/6 forced choice questions.
Contact with Service items were concerned with amount of waiting times, whether the 
environment was suitable for them and easily accessible, and whether they were seen 
on time. The satisfaction with the Clinical Psychologist items reflected the quality of 
the relationship offered by the psychologist, including understanding, empathy and 
feeling comfortable in the sessions. Finally, the Benefits Received from the Service 
dealt with how much benefit the child and/or family received from treatment, items 
included understanding, any changes made and feeling more able to cope (see appendix 
1 for copy of the complete questionnaire).
The child orientated questionnaire remained on a similar format but was briefer. For 
Satisfaction with Service there were 5 items, Satisfaction with Clinical Psychologist (6 
items) and Benefits from Service (5 items). The children's questionnaire was formatted 
on 'yes' or 'no' answers with additional answers by ticking a choice of four faces 
'unhappy', 'cross’, 'not sure' and 'happy*. These were subsequently scored from 1-4 
respectively. (See appendix 2 for copy of the children's questionnaire).
Space was provided for comments at the end of each of the three groups and at the 
end of the questionnaire. Respondents were given the opportunity to remain 
anonymous or to sign the form.
All questionnaires and covering letters were sent out by the secretarial staff. A  
stamped addressed envelope was provided to return the questionnaire to the Child 
Psychology Service.
The forms were not coded in any way, therefore the clients remained anonymous.
Data analysis
Two hundred and four questionnaires were sent out and seventy five were returned, a 
return rate of 36.7%. Out of the 75 questionnaires returned, the majority (50%) were 
completed by the parents, 24% by under 10 years old, 20% over ten and only 5% by 
the family as a whole.
Five of the returned questionnaires were incomplete leaving a total of 70 reliable 
returns.
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RESULTS
Analysing the number of appointments clients received during treatment, it was found 
that the majority received between 2 - 6  sessions, although 2 clients had as many as 19 
- 25 appointments and one client had over 26.
(For distribution see histogram below).
Distribution of Number of Appointments Clients1 Received.
Number o f appointments
On looking further at who was seen most by the Clinical Psychologists, 51% were 
children, 26% families and 23% parents.
As the Child Psychology Services receive referrals from many different sources the 
respondents (from parent and family questionnaires) were asked to indicate their 
referrer.
The greatest number of referrals by far came from G.P.'S. (45%). See appendix 3 for 
distribution.
65% of parent and family respondents needed to contact the service, out of these 81% 
said it was easy to do so.
On studying the amount of time clients had to wait on the waiting list (family and 
parent questionnaire) the majority of respondents received a first appointment between 
3 - 6  months. There were only three that suggested they had waited a year or more 
(see appendix 4)
Distribution of Client Type who completed questionnaire.
Family
5%
Under 10 years of age
\t~ T iijJ iY ^ iir fr r ii> i*> < ^ i r ">f|Tir 1 ' i j * ‘'i' ~■ i n (
0  ver 10 yeais-of age
Descriptive statistics were used on the background information and the three 
satisfaction scales for both questionnaires, those being:-
a) Contact with Service
b) Satisfaction with Clinical Psychologist
c) Benefits Received from the Service.
The satisfaction scales were scored from 0-5, 'O' standing for no satisfaction through 
to '5' being very high satisfaction.
Further analysis was computed using Pearson correlations and the expected outcomes 
as described on page 1.
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Children under the age of 10
14 questionnaires were retumed:-
- 57% recorded high/veiy high satisfaction of contact with the service
- 50% high/very high satisfaction with tjie psycholpgist
- 57% high/very high benefits received from therapy.
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Children over 10 years of age 
16 completed questionnaires were received:-
- 88% recorded high/very high level of satisfaction of contact with the service 
-81%  high/very high satisfaction regarding the relationship with the clinical
psychologist
- 50% high/very high lasting benefits from the therapy.
Contact with Service
Level o f Satisfaction
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Family Satisfaction
O f the 4 questionnaires completed by families, all recorded a very high level of 
satisfaction, both with contact with the Service and with the Clinical Psychologist. 
H alf of the families felt they had received high benefits from the therapeutic 
intervention.
Parental Satisfaction
36 questionnaires were returned, recording 92% for high or veiy high satisfaction of 
contact with the service; 83% high/very high level of satisfaction with the Clinical 
Psychologist; and 55% perceived a high/very high level o f lasting benefits received 
from therapy.
Contact with Service
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5 ■
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0
Satisfaction with Clinical Psychologist
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Level of Satisfaction
Level of Satisfaction
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Pearson correlations were computed on the following results: -
a. Length of time on the waiting list correlated significantly with all three areas of 
client satisfaction in that the shorter the length of waiting time, the higher the level 
of satisfaction.
b. There was no relationship between the number of appointments that clients 
attended and the level of benefit they felt they had received from therapy.
c. The relationship with the Clinical Psychologist and the perceived benefit to the 
client was very highly significant.
d. The length of time between the client stopping seeing the Psychologist and the 
benefits received was not significant statistically. There was no difference on the 
level of benefits perceived whether the client had been discharged one month or 
twelve months before the questionnaire was returned.
DISCUSSION
The percentage of returned questionnaires falls within the average range for postal 
surveys. It seemed that receipt o f less that 50% of completed questionnaires may be 
attributed to the fact that some of the clients had been discharged up to 9 months 
previously, and may have been less likely to become involved with the survey. Reflecting 
on the results of amount of time on the waiting list before receiving a first appointment, it 
is evident that the majority of clients received an appointment within 3 - 6  months. 
However, there is no way of knowing whether clients who did not return the questionnaire 
had waited longer for a first appointment than those who returned them.
Since it is known that clients are often seen in the Child Psychology Specialty after a year 
on a routine waiting list, it would imply that these clients were not returning 
questionnaires and that the majority of respondents were those who had been seen within 
a reasonable amount of waiting time - those designated as urgent or priority cases.
A  greater number o f appointments clients attended did not make them more satisfied, nor 
feel they had received greater benefits from the service. It is felt that the number of 
appointments arranged for a client is more likely to reflect the difficulty of the perceived 
problems and the client's motivations for therapy rather than the possibility of an optimum 
number of appointments.
The relationship between the Clinical Psychologist and the client was a good indicator of 
the amount of benefit received. I f  the client felt satisfied with the therapeutic relationship, 
then this in turn affected the therapeutic benefit received.
The "Children under 10" questionnaire returns provided some food for thought as to the 
way in which children process their moods and feelings, relates to their perception of their 
difficulties. This was indicated in a number of returns with comments by the child which 
related to their present areas of concern rather than past therapy.
CONCLUSION
Client satisfaction with the service provided by the Department of Child Clinical 
Psychology was high.
Satisfaction was highest for Contact with Service and Satisfaction with the 
Clinical Psychologists (Parent and Family questionnaire)
Satisfaction for Children under ten years of age was highest for Satisfaction with 
the Clinical Psychologist and on the Benefits they felt they received.
Length of time on the waiting list and the clients satisfaction with the service was 
highly correlated. For clients waiting longer periods of time they expressed 
feeling less satisfied with the benefits received from therapy.
A  greater number of appointments had no bearing on whether clients felt they 
received greater benefits.
Satisfaction with the therapeutic relationship predicted clients' satisfaction with 
treatment outcome.
Acknowledgements:
This study was a collective effort by members of the Child Clinical Psychology speciality.
Linda Lawrence - Clinical Psychologist 
Liz New - Assistant Psychologist 
Lesley Edwards - Clinical Psychologist
53
HISTOGRAM SHOWING SOURCE OF REFERRAL TO CLINICAL CHILD PSYCHOLOGY SgRVICE
1ST
16-
14-
12-
10-
4 -
Scucs of Referral
Kev;
H V Health Visitor
Paed Paediatrician
EJP Educational Psychologist
G.P General Practitioner
E.W .O* Educational Welfare Officer
CSIVCO. Community- Medical Officer
S.S Social Services
S d f S d f ( Family o r Child)
Other Other
OTCTty™m B m M P  MCOOT OF TIME CM WRITING LX3T BEFORE RECEIVIMGM 
 --------   " APPOINTT^T
Number a f  Months
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SURVEY OF CLIENT'S SATISFACTION WITH THE CLINICAL PSYCHOLOGY SERVICE
CONTACT WITH THE SERVICE
Please circle one alternative for each question
1 Approximately how many appointments did you have with the 
Clinical Psychologist?
1 2-6 7-12 13-18 19-25 26+’
2 Who in your family was seen most by the Clinical Psychologist?
Child/ren Parents Family
Ages:
Who filled in the questionnaire? 
Child/ren Parents Family
Who referred you to our service?
Health Visitor General Practitioner (GP)
Paediatrician School Nurse/Doctor
Educational Psychologist Social Services
Education Welfare Officer Self
Other (Please state)
5 How long did you have to wait before being seen?
3months 6months 9months 12months Over l2months
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Page 2
Please tick the relevant column
6 Did you understand why you were referred 
to a Clinical Psychologist?
7 Was the length of time you had to wait 
on the waiting list before you were seen
for your first appointment acceptable to you?
8 Was the place where you were seen
easy for you to get to? ;
9 Did you think the place where you were
seen was suitable? If the answer is no, 
please put a comment in the comments 
section.
10 Did you need to contact us?
11 Was it easy to do so?
12 Were you usually seen on time?
COMMENTS
5
Page 3
SATISFACTION WITH THE CLINICAL PSYCHOLOGIST
Please tick the relevant column
13 Did you feel the Clinical Psychologist 
understood you?
14 Did you feel that you could 
work with her?
If not, please put a comment in 
the comment section.
15 Did your Clinical'Psychologist help you 
understand what you were trying to 
achieve in therapy?
16 During the course of the sessions, 
did you feel free to tell the 
Clinical Psychologist what you 
were feeling?
17 Did you feel free to ask for any 
changes in the help you received 
(e.g. different form of help, seeing 
someone else or more/less 
frequent meetings?)
COMMENTS
YES NO
•
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BENEFITS RECEIVED FROM THE SERVICE 
Please circle one alternative
18 How long is it since you stopped seeing a Clinical Psychologist? 
1 month 3 months 6months 12 months
Page 4
Please tick the relevant column
lb Have you seen anyone else since you 
stopped seeing a Psychologist?
20 Do you feel you have a better 
understanding of the problem as 
a result of seeing the Clinical 
Psychologist?
21 Since seeing the Psychologist, 
do you feel better able to cope?
22 Do you feel you have a better 
understanding of yourself/family 
a result of seeing the Clinical 
Psychologist?
23 Have you and your family made any 
changes in your life as a result of 
attending the sessions?
24 Did you have a follow-up appointment 
to review your progress at a later date 
or did you feel able to re-contact the 
psychologist after discharge if necessary?
NOYES
COMMENTS
Page 5
Please take this opportunity to say if there is anything else which you 
feel would improve the quality of the service which you were given by 
the Psychology Department.
Name: (Optional)... 
Address: (optional)
LE/LL/SMH.DEC.93
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DEPARTMENT OF CLINICAL PSYCHOLOGY (CHILD HEAT.Tm 
CHILDREN'S QUESTIONNAIRE
Tick correct answer
1 Did you know you were going to see a psychologist?
Yes No
2 Did you like the place you were seen in?
Yes No
If the answer is no, where were you seen?
3 Why did you think you were going to see a 
psychologist?
4 Show me what things were like for you when you first 
came to see the psychologist ? (Tick face)
' " ’ Y
What did you think about coming to see someone? 
(Tick face)
S ~ \
Could you tell the psychologist what you were 
feeling?
Yes No
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Could you talk about the things you really wanted to 
talk about?
Yes No
Did she understand and answer any questions you 
asked?
Yes No
9 Could you understand her?
Yes No
10 Would you like to have seen her more often?
Yes No
11 Would you like to have seen her less often?
Yes No
12 How much do you think she helped you?
(Tick answer)
Not at all A little bit Quite a lot A lot
13 Show me what things are like for you now. 
(Tick face)
14 How old are you?
15 Is there anything else you would like to say?
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CHILD AND ADOLESCENT CLINICAL PSYCHOLOGIST
Appendix 5 KEEPING YOU HEALTHY AND SANE!!
Most children w ill find this time to be quite traumatic and they may react in many 
different ways. A child and adolescent psychologist specializes in child development, 
assessment and treatment. The psychologist works w ith all members of the fam ily  
including the extended fam ily, to offer psychological support.
Some of the common problems that families experience at this time are:
• Behavioural problems such as feeding, sleeping, tantrums and non 
compliant behaviour.
• Emotional problems such as anxiety, depression and aggression.
• Fam ilial problems that are experienced by fam ily members before, 
during and after the treatment of cancer.
• Stressful circumstances of having cancer, being different to peers and 
fam ily. D ifficulties in coming to terms w ith  the diagnosis and the 
treatment both for the child and fam ily members.
You may find that during treatment your child's behaviour may change. This is quite 
normal and does not mean that h e / she needs any psychological help, in fact it may be 
due to some of the medication that we use to treat cancer such as steroids, which can 
cause mood swings.
Your child is also under a fair amount of stress, afraid of new procedures, and in a 
very new environment. H e/she may not understand all that is happening and it is 
understandable to react by w ithdrawing, being unco-operative and even 
misbehaving.
M aintaining the same discipline as you would at home is as im portant for you as it is 
for your child. Although he/she may not be w ell at tim es, it is very im portant for 
them to feel that they are not different.
Try to maintain your honesty w ith your child. Fear of the unknown can be just as 
frightening as the truth. No doubt all the fears and frustrations w ill be taken out on 
you, and this is upsetting, but try to let your child express the way they feel and then 
talk to them about these fears, and listen to what they say.
It is not easy trying to come to terms w ith a diagnosis of cancer, but we are all here to 
help you and your child through this. There are some books and videos available for 
your use, do not be afraid to ask.
I f  you or the team is concerned about the psychological health of your child, your 
fam ily or yourself, then the child psychologist can be contacted i f  necessary with  
your agreement The child psychologist is available 9-5pm Tuesday to Friday, and 
either you, or your child or ward staff can ask to arrange an appointment The child 
psychologist tries to see all new admissions to the unit Like the social worker we 
hope you w ill view psychological support as part of the range of services offered to 
_________ you and your child._____________________________
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CHILDREN, ADOLESCENTS AND CHRONIC FATIGUE SYNDROME: 
MODERN MYTH OR FACTUAL REALITY? REVIEW AND CRITIQUE.
Abstract.
Chronic fatigue syndrome (CFS) in children and adolescents is poorly 
defined, with inconsistent diagnostic criteria, with no current ICD 
(International Classification of disease) criteria, and a paucity of reliable 
epidemiological data for children and adolescents. This review aims to 
assemble the information outlining the difficulties in definition, and illustrate 
the need for consistency of diagnosis; illustrate the need for further research 
into appropriate interventions, and clear epidemiological data, and to draw up 
clinical practice guidelines. There is a need to move away from causative 
mind-body dualism, towards an understanding of CFS, based on the 
interaction of the physical, psychological, developmental, family and social 
factors. It will be necessary to also consider what maintains the CFS, and 
what is currently being offered in terms of management and intervention.
Contrary to widely reported views that CFS does not really exist, and is a 
myth, there is evidence, to support the view that CFS is a real and debilitating 
syndrome. It seems likely from the evidence that CFS is a complex 
combination of physical, psychological, family, and social factors. 
Interventions which have been found to be successful include family and 
cognitive behavioural therapy, or a combination of both, which stress the 
need to consider the interaction of these factors. Guidelines for initial 
assessment and management are suggested as an introduction to setting up 
good systemic clinical practice
The conclusions of the review were that more reliable empirical research is 
needed to understand the complicated nature of this debilitating and 
confusing syndrome.
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INTRODUCTION.
The aims of this review are to illustrate the historical antecedents to CFS, and 
review the current diagnostic criteria and epidemiological data. The research 
into the aetiology, and hypothesised aetiology will be discussed, and debated 
with their potential link with mental illness, and family and social factors. The 
methodological inconsistencies and limitations of study design in the 
literature will also be discussed and debated. The conclusions of the review 
will be collated, and guidelines for clinical practice drawn up.
A vigorous and controversial debate continues about the diagnosis and 
definition and existence of (CFS) in children and adolescents. Rickard-Bell 
and Waters (1992) report that the main argument of whether fatigue is a 
physical or psychological symptom exemplifies well the debate about the 
existence of CFS. The number of contemporary synonyms have added to the 
debate, with accompanying media and popular attention serving only to 
complicate the situation. Regardless of whether CFS proves to be a result of 
an infectious agent, the psyche, or some combination of both, it is an illness 
that causes great psychological morbidity in children and their families (Bell 
1995). The working consensus is that the most useful term is Chronic Fatigue 
Syndrome because it describes what the main symptom is, and avoids getting 
drawn into the psychological versus organic debate. The impact on the child 
and family with chronicity of disease is of major concern, as children with 
chronic disease are more likely than healthy children to show maladjustment 
(Eiser 1990). A burgeoning in numbers diagnosed, published studies, media 
reports and anecdotal self referrals suggests CFS is beginning to be 
recognised and is a increasing area of concern for professionals.
Historical perspective and alternative names.
The importance of historical perspective, and acknowledgement that CFS has 
gone under the rubric of many other names, varying with whether the illness 
was seen as organic or psychosocial in nature is commented on by several 
authors (Dale and Straus 1992, Bell 1995, Carter & Marshall 1995a). Dale
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and Straus describe the alternative names ranging from febricula and the 
vapours in the 1800’s, to neurasthenia in 1860’s. Chronic brucellosis and 
chronic mononucleosis, and chronic Epstein Barr virus (EBV) in the 1900’s 
illustrate the infective agents causative names, to which Myalgic 
Encephalomyelitis (ME) which was added 30 years ago. Alternative names 
used today in addition to CFS also include Chronic Fatigue and Immune 
Dysfunction Syndrome (CFIDS) (Phillips 1992), and Post viral Fatigue 
syndrome (PVFS) (Giannopoulou & Marriott 1994). The confusion in 
descriptions between CFS, Chronic fatigue(CF), and Tired All The Time 
(TATT) is outlined below; essentially CFS is a complex symptom complex, 
very different, and more severe and debilitating than the more uni­
dimensional CF and TATT.
The name of the illness also varies widely by who is describing it. 
Professionals today are more likely to call it CFS, but in the United Kingdom 
patients, themselves are more likely to call it ME, a more medical sounding 
name
Chronic fatigue (CF) or chronic fatigue syndrome (CFS)?
Carter, Edwards, & Marshall (1993) add to the debate of differentiating 
between CF and CFS. Many children who have chronic fatigue do not meet 
the criteria for CFS. The difference between CF and CFS, is that CF, and 
‘tired all the time’ (TATT) are seen as chronic persistent fatigue only, and 
CFS is described, with chronic fatigue being part of a symptom complex, with 
chronicity and severity of the symptoms (Carter & Marshall 1995a). Carter & 
Marshall stated that efforts should be directed at understanding the multitude 
of factors including infection, immunopathology, developmental issues, 
school phobia, depression and somatisation that may be involved in chronic 
fatigue as a presenting illness in children. Smith 1991 also entered into this 
debate and strongly promoted the need for psychological evaluation of 
patients and families. It would appear that to understand, the complex nature 
of CFS, and to make the diagnosis be taken seriously, it will be necessary to
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differentiate between children who may be tired all the time (TATT) and with 
CF, and the more serious and debilitating CFS.
DIAGNOSIS.
The limitations of the current diagnostic criteria for CFS are summarised 
below
CFS is a symptom complex characterised by marked functional limitation, with 
no ICD diagnostic criteria. Currently the diagnosis is entirely clinical; there is 
no definitive test, and often a diagnosis is made by exclusion of other 
illnesses. There is a characteristic pattern of somatic symptoms dominated by 
unexplained fatigue, limiting normal activity. The symptoms follow a 
relapsing/remitting course, often exacerbated by exertion or stress. (Bell 
1995, Chalder 1995, Burgess & Chalder 1996).
Criteria.
There is no consensus about criteria for diagnosis, for children and 
adolescents (Bell 1995, Dale & Straus 1992, Carter & Marshall 1995a). In the 
USA the Centres for Disease Control and Prevention (CDC) 1994 criteria is 
widely used for adults (Appendix 1), in the UK The Oxford criteria (Appendix 
1), is also used (Royal Colleges 1996).The shared features of these two 
criteria are the severe disabling fatigue, with severe functional impairment, 
and that definition for CFS is excluded when there is a medical explanation, 
or a psychiatric diagnosis. The main difference between the criteria is that the 
Oxford criteria do not specify which other symptoms are necessary for 
diagnosis, CDC need four others to be present. The Royal Colleges of 
Physicians, Psychiatrists and General Practitioners (1996) have produced a 
report at the request of the Chief Medical Officer of the Department of Health 
to advise on diagnosis, clinical practice, aetiology and service provision. The 
conclusions of the Royal Colleges report suggested that CFS is a complex 
issue, and that the presentation and management of CFS in children is
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similar to that of adults. The Royal Colleges lead the way in that they see no 
need for separate CFS criteria for children, thus using CDC or Oxford 
standards, but with a suggestion of a shorter illness duration of 3 months .
Bell (1995) argues effectively that the CDC/Oxford criteria may not be 
appropriate for children, especially below the age of ten, as children are less 
able to define degree of fatigue and activity limitation, particularly as these 
activities are often controlled by parents. Carter & Marshall (1995a) also 
takes this view, so that illness behaviours may be influenced as much by the 
parents response as by the illness itself. Plioplys (1997) also argues that 
when diagnosing CFS in adolescents, adult criteria may be used; but in 
children younger than thirteen, the range of clinical manifestations are 
impossible to predict as young children with fatigue often present with 
paradoxical symptoms. Carter, Bell and Plioplys therefore bring into the 
debate the problematic nature of diagnosis in younger patients, and the need 
for more developmental criteria.
Harmful diagnosis.
Whilst taking note of the importance of diagnostic criteria, the alternative 
cautious approach has also suggested that care should be taken to avoid 
labelling children, (Harris and Taitz 1989) as the diagnosis has frequently led 
to extensive, unnecessary investigation and inappropriate and untested 
treatment. MacDonald (1989), described a case which he believed showed 
ME by proxy. A mother was diagnosed as having hypothyroidism, after her 
self-diagnosis a month earlier with ME. She clung on to diagnosis of ME, 
despite being told the opposite, then brought in her child with similar 
symptoms, the symptoms which were not corroborated by the child. 
MacDonald believed this case was an example of ME by proxy, possibly a 
variant of Munchausen by proxy.
67
Caution was also proposed by Plioplys (1997), as there is the additional 
difficulty of obtaining an accurate history, and it was felt the diagnosis of CFS 
could lead to:
• Delay in diagnosing treatable disease.
• Termination of investigations for rare or novel conditions.
• Avoiding the detection of psychological of family difficulties.
• Condoning, fostering and encouraging the development of a lifelong 
disability lifestyle in the patient and family.
• Given all the uncertainties and difficulties associated with CFS in children 
and adolescents; Plioplys suggested it is preferable to simply not use this 
diagnosis at all.
Giannopoulou and Marriott’s (1994) case study looked at an adolescent 
incorrectly diagnosed with Postviral fatigue syndrome (PVFS). Once the 
diagnosis was given, further assessments and psychiatric treatments were 
prevented; the possibility of psychiatric disorder was overlooked, and there 
was a considerable delay in receiving adequate assessment and treatment.
Clinical presentation.
It is of significance how CFS presents. Many families self diagnose, others 
are diagnosed through tertiary referral centres, and others through their 
General Practitioners, with a large array of symptoms.
The tendency for the illness to occur either in epidemics, or in isolation has 
been reported, (Bell 1995, Jason eta! 1995. Marcovitch 1991, Dowsett and 
Colby 1997a). Onset may be acute, or gradual. Some studies require acute 
viral illness to define onset, which could mean some children are potentially 
mis or un-diagnosed; which raises the importance of having consistent 
guidelines for the clear diagnosis of CFS. Younger children with unexplained 
fatigue usually have a gradual onset of syptoms and are less likely to fulfil 
CDC criteria syptoms (Bell 1995). The importance of who is diagnosing, or 
presenting the history is also reported by Eiser (1990), indicating that while 
maternal reports of child behaviour are useful and valid source of information,
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they reflect as much about mother-child interaction as about the child’s 
behaviour.
Twenty-three children and adolescents with unexplained chronic fatigue, who 
were evaluated with emphasis upon illness onset characteristics by Bell 
(1997). Ten had acute flu-like onset, thirteen had gradual onset. In a 
comparison of eleven subjects who met the CDC diagnostic criteria, there 
was no difference in onset characteristics, overall symptom pattern, or in past 
medical history. Measures of illness severity were more predictive than illness 
onset characteristics. Bell’s study illustrates the potential pitfalls of rigidly 
sticking to adult criteria, children’s and adolescents’ illness presentation 
varies. It might also be prudent to note how the child presented, in order to 
start understanding some of the potential causative and maintenance 
variables in the illness. Patients and parents often search for causal 
mechanisms, to try to understand how this could happen. To understand the 
complex nature of CFS, the crucial question could be, once CFS exists, what 
also makes sure that it continues, and what purpose does CFS have for the 
child and family ?
These studies highlight the importance of recognising family and other 
complicating factors and that labelling may preclude more diagnostic tests, 
possibly avoiding detection of other conditions, which suggests the need for 
careful evaluation and assessment and clear criteria for CFS.
EPIDEMIOLOGY.
The Royal Colleges (1996) concluded from a review of the epidemiological 
literature, that there is no firm information on prevalence, but comment that 
estimates based on numbers seen in secondary or tertiary paediatric centres 
are likely to underestimate prevalence, whilst overestimating severity and 
duration. Rikard-Bell & Waters (1992) state that no reliable epidemiological 
data is available, but it has been claimed that CFS typically affects young 
adults. A New South Wales study (Lloyd, Hickie & Broughton 1990) of a
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community of 114,000 yielded a prevalence of CFS of 37.1 cases per 
100,000, which was lowest among adolescents and highest in mid life. A five 
year retrospective study was completed by Dowsett & Colby (1997a) to see if 
recognition of multiple cases of ME/CFS in one school is a unique 
experience; 42% of all medically certified long term sickness was ascribed to 
ME/CFS. The schools were selected for social and geographical diversity and 
interest in the project, only 37% responded. This study which was widely 
reported in the press, is the latest epidemiological study, which has several 
methodological flaws, and has been widely criticised for the low participant 
rate, and unclear diagnostic criteria of CFS. Replies to the article commented 
that the authors claim calculated prevalence figures of pupils 0.07%, and 
teachers 0.5 %, and 39% of cases occurred in clusters, saying controversially 
that this suggested that ME results from infection. It was, however unclear 
what criteria was used for CFS; the clustering suggested by authors did not 
look at other possible explanations including random variation. Caution was 
advised in the recommendation of home tuition (Marcovitch 1997, Godlee 
1997) because encouraging pupils to stay at home, ensures perseverance in 
peer isolation, and might further contribute to issues of school refusal. The 
results of this study, notwithstanding the limitations, suggest that ME/CFS in 
schools is a serious problem, and requires more thorough research. 
Marcovitch ,and Franklin 1997, did positively report that the study, could be 
used as a pilot, as it did show that there are a small number of really 
incapacitated children whose education is in peril, and also provided some 
confirmation that teachers are over-represented in doctors caseloads. The 
Dowsett and Colby study ( 1997a, 1997b), did attempt to look at clustering of 
cases in the school populations; their conclusions suggested that ME could 
spread by infection, which draws upon dangerous causative links rather than 
researching into possible associative variables.
Prevalence of unexplained chronic fatigue (CF) and CFS among adolescents, 
the results are displayed in table 1, in 3 studies by the Centre for Disease
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Control (CDC) were compared by Dobbins, Randall, Reyes, Steele, Livens
Reeves (1997), to adult studies.
1. The three studies were : CFS surveillance by physicians (500 physicians, 
reporting patients with at least 6 months unexplained fatigue over a 2 year 
surveillance period).
2. Random cross-sectional community telephone survey (cross sectional 
study 8004 households).
3. Cross-sectional survey of school nurses (cross sectional study asking 
school nurses reporting chronic fatigue from an enrolment of 41,600 
students).
Table 1: Prevalence results (per 100,000), Dobbins et al 1997.
Reported
by
Chronic fatigue 
(CF)
CFS (ages 12-17) CFS (ages 2-11)
Physician 8.7 2.7 n/a
Community
survey
465.7 116.4 0.0
School
nurses
52.9 24 n/a
The conclusions were that CFS was clearly present, although the prevalence 
was lower than adults, and lowest, with no documented cases, below the age 
of eleven. This research included three very different studies, with different 
CFS definitions, and it is questioned if numbers of cases were related to the 
severity of guidelines. The conclusion was that the school nurses estimate of 
52.9/100,000 for CF and 24/100,000 CFS might be the most accurate, 
because it refers to a type of chronic fatigue that is severe enough to result in 
absence from school. This paper clearly showed the need for methodological 
rigour, and the difficulties inherent in differential diagnoses in the children, 
and where and to whom they presented. There continues to be a need for a 
reliable epidemiological prevalence study, with well-defined criteria, and 
rigorous methodology, with guidelines for replication of studies.
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AETIOLOGY.
The discussion about what causes CFS continues to be debated, 
investigating organic, psychological, combination of both, viral, and other 
causes. The results are inconclusive, and likely to be a combination of 
factors, as represented in the modified Chalder’s CFS model diagram 1, 
displayed in the psychological explanations of CFS, later in this chapter, who 
proposes the interactive model of aetiological maintenance factors.
Just as mind and body cannot be separated, psychological and physical 
processes inter-relate at many levels of organisation in the CFS complex. 
(Rikard-Bell 1992, Carter & Marshall 1995a, Bell 1995, Vereker 1992).
Role of vims, organic and immunological agents.
A viral aetiology has been proposed by many authors, but any relationship is 
unclear, the Rikard-Bell paper, discussed viral implications of Cocksakie A, 
Cocksakie B, Herpes and Epstein-Barr (EBV) viruses, with no proven link 
shown. It should be noted that the EBV virus includes the mononucleosis 
virus, commonly referred to as glandular fever. Causative link hypotheses 
have been weak and largely unsubstantiated; although anecdotal reports 
suggest that many CFS patients recount that their illness began suddenly 
with a flu-like illness (Carter & Marshall 1995). Schuster and Kreth’s (1992) 
paper showed that regardless of socio-economic status and geographic 
region, the presence of EBV serum antibodies approach 100% during the 
third decade of life, (which would imply that everyone has been in contact 
with EBV during their lifetime, but this does not imply a causative link with 
CFS).. Shepherd’s 1989 paper asks if ME is a real disease, and raises the 
issue of links with ‘tired all the time’ (TATT) syndrome. Shepherd reported 
that the research at the time pointed to a viral causation, and advocated 
medical treatment, but had no evidence to back this premise up. Phillips 
(1992) reported that the preferred name for CFS is now CFIDS, (chronic 
fatigue and immune dysfunction syndrome) contrary to the main body of 
research, and comments that CFIDS is not simply a state of mind, and
72
strongly draws attention to work in the area of immuno-pathology. No paper 
to date has convincingly shown casual links, and questions need to be asked 
about contemplating the process of CFS as well as causative, associative 
and maintenance factors.
Mental health and CFS.
The issue of depression and somatization is raised by Bell (1995), and how 
this interacts and complicates the diagnosis. In a modification of CDC criteria, 
CFS diagnosis may be made if depression occurs, after the onset of symptom 
pattern, with no significant pre-existing illness. If depression is mild than CFS 
can be made, if however fatigue or school refusal is linked to a primary gain, 
for the child or family, the CFS should not be made, and thorough psychiatric 
evaluation is needed (Bell 1995). Sturtz (1991) reported that when a clinician 
is attempting to diagnose depression and chronic fatigue, unusual problems 
are faced in that symptoms may not be directly indicative of the problem, for 
example depression may masquerade as abdominal pain, headache, feeding 
disorders or weight loss.
Cartesian dualism, that is the separation of body and mind, may be the origin 
of some of the confusion and controversy surrounding the subject of doctor, 
patient, and mental health professional conflicts surrounding CFS (Vereker 
1992). Hume (1997) stated, that as in any long term disabling illness 
symptoms will include both physical and psychological components. Not all 
illnesses, share an aetiology, and not all illnesses respond to the same 
treatment. This again refers to the importance of considering causative and 
maintenance factors in CFS, and how they are linked to known or unknown 
aetiological factors.
The role of self esteem in CFS was discussed by Lidstone, Amundson and 
Amundson (1991) who reported that lack of success for the susceptible 
adolescent individual who has no alternative pursuit, can affect self esteem. 
They suggest that adolescents’ perceived failure can precipitate the onset of
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depression and chronic fatigue. Walford, Nelson & McClusky (1993) using a 
case controlled study looked at the characteristics and perceived level of 
fatigue and the prevalence of depression and assessed the effect of illness 
on schooling and social functioning. It was found that children with CFS had 
significantly higher scores for physical and mental fatigue and depression 
than children with cystic fibrosis or healthy controls. The CFS children also 
were reported to have disrupted school and social functioning. There were 
however only twelve children in each group, from a self-selected sample, 
again raising questions about methodology, but raising awareness of the 
complicated role that mental health plays in CFS. Two studies (Carter, 
Edwards, Kroenenberger, Michalczyk & Marshall 1995b, Carter, 
Kronenberger, Edwards, Michalczyk 1996) which discuss the role of mental 
health are described in detail below.
Carter et al (1995b) case control study looking at forty-four patients referred 
for persistent fatigue; of which only twenty participated in a psychological 
study, and were compared to twenty healthy controls and twenty matched 
depressed patients; median age was 14.3, 60% female, 96% white and 87% 
from mid/upper socio-economic status; the conclusions drawn were that 
chronic fatigue resulted in major quality of life changes and was associated 
with significant levels of distress. This study fits in neatly with adult CFS 
patients mainly being of white, female and of high socio-economic rating, but 
draws attention to which patients are seen in a tertiary referral centre. Do 
patients from other backgrounds ask for help, are they referred, and is this 
the best setting for examining CFS patients overall? Again there was 
confusion as chronic fatigue and CFS, terms were used interchangeably. The 
authors follow up data on three quarters of the subjects suggested that the 
natural history of this illness is favourable, but there is a need for effective 
intervention strategies as the illness is likely to have disruptive effects on the 
child’s opportunity to complete crucial psychological developmental tasks.
Carter et al (1996) studied twenty children and adolescents with CFS, who 
were matched with healthy and depressed controls. The results suggest
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psychological factors can discriminate chronic fatigue from depressed or 
healthy patients. Compared to depressed patients, fatigue patients showed 
lower levels of mood disturbance; fatigue subjects were closer to healthy 
controls on measures of depression, but expressed significant problems with 
ability to experience pleasure.
These studies strongly suggest a complex relationship between psychological 
states and CFS. That the diagnoses of psychological problems and CFS are 
not mutually exclusive, and that the role that thoughts and emotions play in 
illness need to be acknowledged and recognised.
PSYCHOLOGICAL EXPLANATIONS OF CFS.
Wessely (1990), and Butler et al (1991) propose that for many patients an 
initial infection trigger, with its associated myalgia and inactivity, triggers a 
cycle in which both attributional and cognitive factors trigger avoidant 
behaviour. This behaviour sustains symptoms, the patient disengages from 
his or her previously active lifestyle, contributing to a sense of learned 
helplessness. Decreased energy and activity may lead to a feeling of more 
profound fatigue, hopelessness, powerlessness, leading to an increased 
dependency on family, and isolation from peers and natural support systems.
Wessely (1990), and Butler et al (1991) proposed a cognitive behavioural 
approach to treatment. Initial steps were to agree with patients on the goals 
of treatment and to treat any concurrent severe mood disorder. The cognitive- 
behavioural model entails identifying maladaptive thinking and behaviours, 
exploring how they may effect feelings and actions and generating alternative 
explanation. In practice predictable patterns of activity are established which 
are increased in a graded way. Wessely’s model is generally directed 
towards adults. When working with children and families, family dynamics 
and wider systemic thinking must also be introduced when drawing up 
workable models.
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Chalder (1995) has drawn up a diagrammatic representation of fatigue which 
showed how physical, emotional and social factors can contribute to the 
development and maintenance of chronic fatigue. Factors added, by the 
author, to provide for a more systemic child and family based model have 
been marked by *
Diagram 1 Chalder’s CFS model, with added (*) modifications.
Social factors
stress
busy lifestyle 
physical fitness 
*school issues 
*family economics
*family factors
*members
*developmental issues 
*family dynamics 
*parental beliefs
Physical factors
anaemia 
infection 
*family illness 
history, esp. CFS
Emotional factors
anxiety
depression
perfectionism
energetic/driven
individuals
identity
*developmental issues
Physical and mental fatigue
depression
*helplessness
*
loss of control 
demoralisation, loss 
of confidence
inactivity
symptoms
more symptoms + reduction of activities 
isolation from usual peer 
activities
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An additional model regarding CFS as a complex interaction of physical and 
psychological components was described (Vereker 1992), the hypothesis is 
that in the minority of cases where there is a prolonged course, the 
experience of fatigue is maintained by other psychosocial factors. These 
might include individual, and family factors, and wider issues of clinical 
management and expectation of continuing activity and school attendance. 
Possible maintaining factors include: (based on Vereker 1992)
• Earlier experience of prolonged illness.
• Poor social adjustment.
• Problems at school, including school refusal, where there can be anxiety 
about separation on the part of the mother as well as the child.
• High expectations before the illness.
• Abnormal illness behaviour ( which encompass the range of psychiatric 
diagnoses which have been given to patients with physical complaints for 
which no adequate organic cause has been found ).
• Family factors: physical and psychiatric illness in other members of the 
family, or marital problems may be important in maintaining illness.
• Parental beliefs appear to be of vital importance. Families with CFS 
frequently hold firm beliefs in the purely physical nature of CFS.
Some of these important factors have been added to Diagram 1, which 
served to emphasise some of the more systemic features needed to be 
considered when evaluating etiological and maintaining factors of CFS.
ASSESSMENT.
The importance of appreciating the validity of the child’s complaints is 
recognised, and validated by stating that acknowledging the reality of the 
child’s symptoms reduces the risk of a defensive reaction by either the child 
or the family (Feder, Dworkin & Orkin 1994, The Royal Colleges 1996 ). 
When assessing a child or adolescent with CFS, the timing of CFS, clusters 
of CFS, school and family and psychosocial issues, including a history of any 
similar illness in the parents need to be included. Careful attention should be
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paid towards family functioning, as in any chronic illness of children, the 
degree of emotional symptoms and family dysfunction, should be considered 
relative to the overall disability.(Bell 1995, Eiser 1990, Lask & Dillon 1990), 
Detailed information about clinical presentation, family history, psychosocial 
history of all family members is essential (Eiser 1990, Lask & Dillon 1990).
Whilst writing about adults diagnosed with CFS, Armon & Kurland 1991, 
make the assertion that 2 major diagnostic errors can be made whilst 
assessing a patient who presents with chronic fatigue, which may also apply 
to the assessment of children:
1. May fail to identify precipitating prolonged or excessive exertion.
2. May fail to identify an underlying illness that presents as fatigue.
The Royal Colleges produced a useful assessment and investigation of CFS 
table, with suggestions for more thorough evaluation added, see Appendix 2. 
A thorough assessment is therefore needed to include systemic evaluation, 
looking at the child patient, other members of the family, and consideration of 
role played by CFS.
MANAGEMENT.
The Royal Colleges reported that no systematic evidence exists on 
appropriate management of CFS, Marcovitch (1991), however, outlines two 
aims of management:
1. When managing CFS, ensure all alternative medical diagnoses have been 
considered, to exclude life or health threatening treatable conditions.
2. Of defining the eventual diagnosis, not just in terms of physical, but also in 
emotional, social and family terms.
Lapp (1997) proposed that early practical intervention clearly contributes 
toward symptomatic improvement and decreased impairment in both adults 
and children with CFS, and management needs to include, supportive 
therapy, symptomatic therapy, and psycho-social management.
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Management guidelines.
Good clinical practise needs to include the following factors:
1. Importance of acknowledgement and support
Arav-Boger & Spirer (1995) suggest that the general approach to the 
paediatric patient should be sensitive, understanding, and supportive. The 
approach needs to demystify and acknowledge the reality of the problem, 
(Feder et al 1994, Rikard-Bell 1992).
2. Multi-disciplinary care.
The Royal Colleges (1996) proposed that multi-professional care was 
indicated for more serious problems, and recommended that more research is 
instigated. Details about appropriate management consisting of a 
comprehensive treatment plan including medical, educational and 
psychosocial support, have been suggested, with the aim of reducing both 
symptom and activity limitation (Bell 1995). Westcare (1994) proposed that a 
multidisciplinary approach is useful. This may include GP’s, paediatricians, 
child psychiatrists, child psychologists school doctors, teachers, Education 
Welfare Officers (EWO), and local education authorities. Professional 
involvement with, and support for the whole family is important. To ensure a 
multi-disciplinary approach works, planning must be consistent and good 
communication between child, family and professionals is essential.
2. Rehabilitation.
A programme proposed by Lask and Dillon (1990) included optimism, support 
and rehabilitation strategies. Analgesics (pain killing medication) are used as 
required, with graded mobilisation, including gradual return to school, 
supportive and counselling work with the parents and family therapy for 
obvious family problems. Rehabilitation is also proposed and recommended 
that a progressive increase in activity should be encouraged. (Graham 1990, 
Feder et al 1994, by Arav-Boger & Spirer 1995. Lapp 1997). Armon & Kurland 
(1991) propose for CFS, that the early application of preventative strategies
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close to the environment where CFS presented, will help to manifest the 
expectation that the individual will return to function sooner rather than later. 
Rikard-Bell (1992) also stressed the need for early rehabilitation directed at 
minimising chronicity, and at preventing the patient and family becoming 
entrenched in mutually reinforcing pattern of abnormal illness behaviour. 
Rehabilitation is important to help the patient and their family set goals and 
monitor progress, which can help them to recognise that progress can be 
made. Crucial to rehabilitation is the initiation of expert physiotherapy to 
ensure the right type and graded amount of exercise is practised under 
supervision; and it should be recognised that the physiotherapist is one of the 
key members of the rehabilitation multi-disciplinary team (Rikard-Bell 1992, 
Carter & Marshall 1995).
4. Psychological approaches.
The importance of acceptance of the patients symptomatology was noted by 
Graham (1990). Graham also speculated about the function of the symptom 
in the family system, and suggested that family therapy can be usefully 
employed as a treatment strategy. Carter et al (1993) also felt that there may 
be a role for cognitive-behaviour therapy, individual, family and group 
therapeutic and support group services; but also warned there is an 
obligation on the part of physicians to protect patients from unproven and 
potentially harmful therapies. Pipe & Wait (1995) suggested that change in 
wider aspects of individual and family functioning (rather than just individual 
symptom resolution) is s necessary goal to ensure progress, and that using a 
genogram as a framework to actively address family developmental issues 
may have particular therapeutic value in the treatment of severe cases.
The role of cognitive processing was explored by Fry & Martin (1996), to see 
if children diagnosed with CFS and their parents display idiosyncratic 
cognitive processing. The study of nineteen CFS patients and nineteen 
healthy controls, studied subjective and objective measures of current 
activity. The results found children with CFS and their parents
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underestimated actual levels of activity. This could magnify the feeling of ill 
health, and possibly have a maintaining role in the disorder. If children with 
CFS and their parents underestimate morbid levels of activity, perhaps they 
also have distorted perception of other symptoms; the implications are that 
the use of activity levels as outcome measure may be problematic.
The use of cognitive behaviour therapy (CBT) as a core element in the 
management of the condition was proposed by Wessely & Powell (1989). 
Lapp (1997) perceptively states the need to address the social and 
psychological barriers to recovery, including financial stresses, lack of 
support., Lapp acknowledges that CBT, which assumes that cognitions are 
inaccurate and consequently lead to excessive emotional reactions and a 
failure to cope effectively, could be a viable option in management of CFS. 
Feder, Dworkin & Orkin (1994) suggest the importance of decreasing of 
secondary gains for the patient and family; including maintaining consistency 
in limit setting, reducing extra attention given at home and school, and 
suggested responding to complaints in matter of fact manner.
5. Symptomatic therapy.
Symptomatic relief is encouraged by Feder et al (1994) who proposed 
modification of stressors by the use of medical treatments to reduce physical 
pain and symptomatology. Lapp (1997) suggests, both pharmacological and 
non pharmacological approaches including treatment for specific symptoms 
such as headaches, pain or insomnia: He states that it is axiomatic that 
patients with CFS are extremely sensitive to medications, and introduces an 
interest in use of stimulant drugs, such as ritalin, particularly where there is 
hypersomnolence or where there are elements of attention deficit. He also 
acknowledges that many families seek alternative therapies, where 
practitioners typically spend more time with the patient; however such 
remedies tend be rarely helpful for more than a short time. Carter et al 
(1995a), however, reported that no medical therapy has been validated as
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beneficial in CFS. Many studies show strong placebo effects, and concurs 
with Lapp that some special therapies may be useful for specific symptoms.
6. Role of school in managing CFS.
The conflict about role of home tuition was debated by Marcovitch in 1997 
comparing the effects of encouraging patients to spend at least some time in 
the school environment, thus interacting with their peers, or staying at home, 
which could prevent social interaction, and re-reinforce the sick role. Dowsett 
and Colby firmly favour home tuition, but this may induce secondary gain in 
those children whose CFS included elements of depression, school phobia or 
over-attachment to home.
A case discussion at school with parents and other professionals involved, 
can do a great deal to ensure all parties work together; each family needs an 
individual plan. Awareness of the role which school might play is important for 
children who spend most of their day in school, and with the documented 
suggestions of school clustering , refusal, and phobia. The return to school 
must be sensitively and consistently planned within a multi-disciplinary 
framework, preferably with efficient school-home-professional liaison. 
Rikard-Bell (1992) concluded there was useful parallels to be drawn with 
management of adolescents with anorexia, where multi-modal therapy is 
routinely involved, and treatment is started prior to understanding of 
causative factors. A systemic family perspective is particularly helpful in 
appreciating the influence the family may have on perpetuating symptoms. In 
Rikard-Bell’s experience with CFS, the major family dynamic which 
perpetuates disability is over-protectiveness. The relationship between the 
physician, psychiatrist and family, and school would appear to be crucial in 
managing CFS.
8 2
INTERVENTION STUDIES.
Considering the increasing numbers of children and adolescents diagnosed 
with CFS, there is little available published research on intervention and 
outcome studies.
Cognitive behaviour therapy.
Butler et al paper 1991, reported on a successful trial with fifty patients 
offered CBT as a therapy for their CFS. This lead to a substantial 
improvement in overall disability, fatigue, somatic and psychiatric symptoms. 
This study was however with adults, but does show a successful trial of CBT, 
which usefully could be researched with child and adolescent populations. 
Wessely (1991) also proposed that CBT is an effective therapy with adult 
populations, and suggested that CBT could usefully be used with child and 
adolescent populations.
Single case studies.
Single case studies have also contributed to understanding of CFS 
management and intervention, Wachsmuth & MacMillan (1991) report on 
treatment for an adolescent with CFS, and how difficult it is to treat, using 
general management of illness principles, on the paediatric unit (but these 
are not listed, so it is hard to know exactly what did fail). Cognitive behaviour 
therapy was, however then used with good improvement in symptoms. 
Sidebotham, Skeldon, Chambers, Clements, Culling (1994), reported that in 
the majority of cases CFS seems to be a relatively mild, self limiting disorder; 
they looked at three severe cases, and concluded that the addition of a 
physical illness at a critical time in the emotional development of these young 
people can explain the often intractable and long standing disability faced. 
The issues of what CFS meant to the patient rather than concentration on 
what had helped was the focus of the study; which did not further our 
knowledge about appropriate interventions, but concentrated on the issues of 
meaning and interpretations about CFS.
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Family therapy.
Wessely (1989) comments on special features in adolescence, and stated 
that the majority of childhood CFS tends to occur in adolescence; that this is 
such a sensitive time for the development of individual identity, and carries 
major implications for the effects of the particular understanding and 
response of the family, the individual, and professionals, to a condition which 
is complex, ill defined and often unbelievable. Most family research in the 
psychosomatic area has focused on anorexia, which demonstrated the 
benefit of family therapy. Most descriptions of adolescent family treatment in 
CFS is anecdotal. Rikard Bell describes (1992) two cases where over­
protection and over-involvement were prominent, whose effect had then 
become paradoxical in perpetuating the disability by undermining the child’s 
responsibility for themselves. Rikard-Bell. also noted that chronic physical 
illness in adolescence generally has significant psychological consequences 
because the patients family life, individual development, school life and peer 
relationships are usually interrupted. Secondary psychological problems may 
also develop depending on the nature of the illness, and the patients 
perception of the illness and response of the adolescent’s family. Pipe & Wait 
(1995) presented two cases where family therapy was used effectively in 
treating CFS, but warned that improvement was often hindered by emergence 
of another dysfunction in the family system. A systemic approach to CFS 
being part of the family’s functioning, and serving a functional role, needs to 
be acknowledged. Effective family therapy in general practice, was also 
presented (Graham 1990) with a young adult, with improvement in her 
symptoms, and increasing independence for the index patient.
Current approaches are concerned with the notion of dysfunction, but focus 
on how the transactional pattern of the family is organised around the 
psychosomatic symptom, so that the family becomes stuck at a certain 
developmental level. Vereker (1992) also suggested looking at historical 
patterns of communication and resolution of life cycle issues, so that more 
direct expression and resolution of current conflicts could become possible.
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Intervention with adolescents.
The secondary effects of long term illness and absence from normal life 
experiences compound the adolescent problems, and a stage can be reached 
where the prospect of rehabilitation and return to health presents almost 
overwhelming anxiety. In many respects these processes represent an 
exaggeration of the normal stages of adolescent development towards 
independence, autonomy and a separate identity. Lapp (1997) introduces the 
importance of allowing the adolescent to discuss feelings and gain or lose 
empowerment to make decisions. Fryenberg 1997, when researching at 
adolescent coping, felt that when illness was chronic, young people showed a 
range of behavioural and social adjustment. If illness is regarded as a 
stressor, then the severity of the stress in general terms determines the 
coping.
Pelcovitz, Septimus, Friedman, Krilov, Mandel & Kaplan (1995) looked at 
behaviour problems and family functioning in ten adolescent girls with CFS , 
ten matched controls and ten girls with cancer in remission. The CFS girls 
had significantly higher scores than the cancer controls and healthy group on 
somatic complaints, and also significantly higher scores than the cancer 
controls on internalising symptoms and depression. The parental reports also 
showed significantly higher scores by the CFS group on internalising and 
somatic complaints. This was a small sample, but the study raised interesting 
issues of assessment and interactions between family dynamic and individual 
functioning in process of CFS.
These papers strongly suggest that developmental approaches to 
understanding CFS suggest that the illness has an important role in areas of 
identity, psycho-social development, both in the child and family, and that a 
developmental framework is needed. It would also be useful to look at the 
place of treatment as implied in Wachsmuth’s paper, if the CFS patient is 
treated at an adult tertiary centre, or within a paediatric or adolescent unit to 
consider if this is another factor for effective management and intervention.
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‘No psychological intervention’.
Feder, Dworkin & Orkin (1994) researched forty-eight pediatric patients with 
chronic fatigue, where the majority of patients refused psychological 
evaluation, but still showed good improvement. Most patients believed their 
fatigue had an organic cause, at follow up 65% reported resolution of 
problems, 29% reported an improvement, and 6% remained unchanged. Most 
of the patients were resistant to psychological evaluation because they 
believed the fatigue was organically caused. When asked what interventions 
were associated with improvement, most believed their symptoms had 
improved slowly, although many felt reassurance and returning to normal 
activities were helpful. In the study, six patients met CDC criteria for CFS, in 
five out of these six patients the fatigue resolved or improved. Cox & Findlay
(1994) in response to the study disagreed that CFS in the majority of cases is 
relatively mild and self-limiting, and suggested a period of separation from the 
home environment facilitates the stalling of the downward spiralling of 
inactivity.
The Feder et al paper again brings into the debate the importance that 
families pay to causal mechanisms. The way forward would be to focus on 
coping strategies, and working with what actually works. What worked in the 
Feder study appeared to be basic rehabilitation strategies, but were not 
labelled as such.
Intervention sfreteoles.
As with other complicated problems in childhood and adolescence, multi­
modal therapies have been suggested, family therapy and cognitive 
behaviour therapy, and perhaps combination of both are the current preferred 
therapies. To further improve upon treatment, the question of the actual role 
of CFS must be asked, to examine what effects it has had on the child and 
family, and what purpose it serves. There is a need for flexibility and 
concentration on what works, how to improve coping and day to day 
management rather than concentration on purely causative mechanisms.
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Although there are increasing number of papers setting out good 
management practice guidelines, there remains a paucity in outcome 
research, with large samples. More research in this area is needed in order to 
assess the use of the guidelines and suggestions which have been drawn up.
MEDIA ATTENTION.
The aliases of CFS and ME have produced interest in the popular press and 
active correspondence in medical journals (Shepherd 1989, Harris & Taitz, 
1989, Lask & Dillon 1990, Hickson & Clayton 1993, Carter et al 1993, and 
many Internet sites, http references, 1997 BMJ series of articles.) discussing 
not only the reality of the disease, but common misdiagnoses, 
misperceptions, management and self and parental diagnoses.
Self help groups have had an ambivalent press; those who attend seem to 
find solace in common feelings and support from others in the same situation, 
but it has also been suggested that involvement with self help groups might 
be a negative factor for improvement, as they might re-inforce only physical 
searches for aetiology, and not investigate other factors likely to play a role in 
the maintenance of CFS. Hickson and Clayton (1993) also reports on the self 
diagnosis and self diagnosis expert, and acknowledges that families obtain 
information and advice from many sources, including physicians, friends and 
now the media. The influence that media reports have on families, is great, 
and can at times be detrimental to patient care, particularly when the 
information they convey is of doubtful validity. The information can provoke 
useful discussion, and it is important for patients and families to learn more 
about and take more responsibility for their health, but a balance needs to be 
struck. The Dowsett and Colby paper 1997, also received a lot of press 
attention, even with the inherent methodological problems, but did serve to 
highlight the problem of CFS.
87
METHODOLOGICAL ISSUES.
Issues surrounding methodological inconsistencies have been discussed 
(Eiser 1990, Jordan, Kolak & Jason 1997). Eiser 1990 stated that confusion 
of literature lies with the inconsistent selection of outcome measures, and that 
research needs to be directed at the implications of adjustment for the child 
and family.
Jordan et al (1997) reported that CFS presents unique challenges and 
opportunities to researchers, because of role of illness, chronicity and effects 
on family functioning. There is a definite need for a consistent criteria of CFS. 
Considerations pertaining to research with children such as confidentiality 
and assent need to be considered, for their participation in ongoing research, 
and treatment. Although research on adults can be generalised to most 
adults, research on children may be generalised only to children with an age 
span of a few years or at a particular developmental level. It must be asked 
where do the samples come from? Often researchers must rely on clinical 
samples referred by hospitals or physicians.
There is a need to discuss selected samples, and a necessity to consider 
negative outcome studies, or missing data. Further research is needed to 
look at the consent and assent of research participants. Confidentiality and 
awareness is required about developmental issues. A good workable 
definition and diagnostic criteria is urgently needed, with development of 
reliable assessment protocol and perhaps instruments, acknowledging the 
contributions of wider social systems, family members, school and personal 
and family development factors. Only then can true epidemiological studies 
be carried out, and appropriate resources allocated and management and 
reliable outcome studies be set up.
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CONCLUSION
CFS appears to be partly a modern myth, perpetuated by anecdotal reports 
and media popularity. This is accompanied by unsubstantiated rumours, from 
the media, of causative mechanisms and unclear prevalence cluster reports 
both within schools, communities and families. CFS is also a factual reality, 
an illness which exists, is very real both for the patient and their family, and 
deserves further and more detailed research into workable definitions, 
management, and assessment guidelines. There is a need to look 
systemically at the variables which are implicated in CFS: developmental 
issues, family , social and economic factors, the role of school, and 
psychological health, and what role CFS really does have for the patient and 
their family. It would appear that the addition of a physical illness at a critical 
time in the emotional development of young people, can contribute to the 
comprehension of the often intractable and long standing disability. The 
secondary effects of long term illness and absence from normal life 
experiences compound the patient and family problems, and a stage can be 
reached where the prospect of rehabilitation and return to health presents an 
almost overwhelming hurdle to be overcome. Developmental approaches to 
understanding CFS suggest that the illness has an important role in areas of 
identity, psycho-social development, both in the child and family, and that a 
developmental, flexible family framework for assessment, and management 
is needed.
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Appendix 1
Case definitions for CFS
CDC 1994. UK- Oxford criteria.
Principal
symptoms.
Severe disabling fatigue not 
relieved by rest.
Severe disabling fatigue 
affecting physical and 
mental functioning.
Minimum
duration.
6 months (3  months 
suggested for children by 
Royal Colleges).
6 months ( 3 months 
suggested for children by 
Royal Colleges).
Functional
impairment.
Substantial. Disabling.
Cognitive
symptoms.
May be present Mental fatigue required.
Other
symptoms,
Four required. Not specified.
New onset. Required. Required.
Medical
exclusions.
Clinically important, active 
or unresolved medical 
conditions that may explain 
fatigue, substance abuse 
within 2 years of onset.
Known physical causes of 
chronic fatigue.
Psychiatric
exclusions
melancholic depression, 
substance abuse, bipolar 
disorders, psychosis, eating 
disorder
psychosis, bipolar, eating 
disorder, organic brain 
disease.
Westcare (1994)
they have come up with alternative scoring system :
Fatigue
for a positive diagnosis of fatigue, the first symptom is a sine qua non, and
most be present, along with any two of the others:
1. Physical exhaustion, coming on within 12 hours of minimal exertion, which
takes 24-72 hours to recover.
2. A feeling of exhaustion with no loss of motivation.
3. Waking from a nights sleep feeling exhausted.
4. Exhaustion accompanied by feeling unwell.
5. Tiredness or exhaustion intensified by any further intercurrent infection. 
Diagnosis of CFS (ME)
12 or more points must be scored, including as an obligatory condition 
abnormal fatigue as defined above. points
• Abnormal fatigue. 5
• Acute onset with febrile illness, and or sore throat, and or lymph node 
enlargement. 2
• Muscle pain or tenderness. 2
• Severe headaches incompletely responding to simple analgesics. 2
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• Circulatory disturbance. 1
• Pins and needles, feeling of being touched, muscle twitching, chronic 
hiccup, peripheral nerve paralysis or weakness, vertigo, marked dizziness 
(1 point each, max. 2).
• Disturbance of memory, concentrating ability. (1 point each , max. 2)
• Persistent sleep disturbance. 1
• Blurring of vision, or difficulty reading, acute sensitivity to light or sound (1 
each, max. 2).
• Severe chest or tummy pains. 1
• Persistent change of bowel habit. 1
• Standing still considerably more tiring than walking. 1
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Appendix 2
Assessment and investigation of CFS in children. (The Royal Colleges 
1996). With added suggestions for extra areas to be included in 
assessment (*)
*Basic
information.
*Family composition. *ages, *genogram *, 
*occupations/schools.
Presenting
complaint.
Principal symptoms including; sleep patterns; length of 
illness; time missed from school; withdrawal from 
activities (typical day).
Also *onset, intensity,frequency and *duration of 
symptoms*.
Past medical 
history of child.
Previous illness and course of recovery; illness 
behaviour; allergic history, *developmental milestones.
Family illness 
history.
History of illness in other family members; illness 
behaviour- family adaptation to current illness; previous 
adverse/positive experience of doctors. Previous 
treatment and treatment experiences; child and family 
beliefs about illness and effect of activity; dietary habits 
and beliefs.
Also, *family history of CFS illness.
Family history. Description of family relationships, * family dynamics, 
*family roles.
Social history. Usual activities; peer relationships, degree of 
independence; school performance; enjoyment of school 
In addition should be added :
*Reports of peer CFS illness and clusters.
*Year at school.
Mental state. Anxiety, depression, school phobia, *other psychological 
problems, in all familly members.
Also *any previous individual or family involvement with 
mental health professional.
Investigation. Compromise between under and over investigation. 
Medical should probably include full blood count (FBC), 
liver function tests, urea and electrolytes, TSH and 
thyroxine, creatine, urine test for protein and sugar, acute 
phase protein changes.
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Appendix 3
RECOMMENDATIONS FOR CLINICAL PRACTICE :
Guidelines (Royal Colleges 1996), with additional suggestions^)
For severe disability and long illness duration the use of cognitive-nehaviour
therapy packages often linked with family therapy approach have been
suggested.
• *Acknowledgement of realness of problem, denying the patients conviction 
that something is wrong not constructive and can be alienating.
• *Definition. Although less than adequate , the surveillance criteria CDC 
1994 is the only presently accepted criteria, ideally a more 
developmentally aware definition needs to be defined.. Labelling a 
condition may reduce diagnostic confusion, but for others the CFS label 
may lead to over-investment in illness.
• *Good assessment and evaluation of child and family, as outlined in earlier 
chapter, both physical and psychological.
• As far as possible avoid home tuition, only for the most severely affected, 
and close liaison with school needed.
• Involvement with parents vital, work with the family and liaison between 
health and education services is almost invariably required.
• Draw attention to relevant statutory duties imposed upon medical 
practitioners by School Attendance Act and Children Act.
• Ascertain current levels of functioning.
• Complete a timetable to establish clear eating rest and activity periods, 
*gradual integration. The collection of diary data by patient and family can 
facilitate feedback, and isolate factors that play a mediating role in 
symptom exacerbation.
• Health maintenance, adequate nutrition, avoidance of harmful activities 
and maintenance of physical activity important.
• Start at child’s current level of activity, with small 5% increases per week.
• Identify goals for each week with child and family, review goals at end of 
week and set new ones.
• * Importance of follow up, follow up. Should have regular medical visits 
every 3-4 months ( little freq.) follow up like active case treatment and case 
management should be multidisciplinary and involve reassessment of 
psychological, academic, and social functioning as well as family coping 
and adjustment.
• * Systemic working practice and communication, to avoid mixed messages 
by different professionals, need for multi-disciplinary plan to be agreed by 
all involved.
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PSYCHOSOCIAL SEQUELAE FOR THE WHOLE FAMILY WHEN THERE IS 
A SIBLING DONOR FOR A CHILD’S BONE MARROW TRANSPLANT; A 
REVIEW PAPER FROM A SYSTEMIC PERSPECTIVE. 
Abstract.
Bone Marrow Transplantation (BMT) has been evolving as a medical 
treatment, and more children are successfully undergoing BMT, despite the 
long, painful and potentially fatal process. BMT offers the prospect of cure to 
patients who, until recently, could only hope for prolonged life.
Psychosocial research started to focus on family functioning, sibling donors, 
and issues of consent. It has rarely examined the process of BMT, what it 
means for the families, or looked at it from a systemic perspective. Research 
has not acknowledged that other factors, including being far from home, and 
the behaviours and feelings of other family members, play a part in 
psychosocial functioning. This paper concludes that the whole family and the 
wider social system need to be considered when studying the BMT process; 
in order to understand what it means for the family, which may lead to 
anticipating potential problems, both in the short and longer term.
The summary for this review suggested the need for good clinical practice 
guidelines, with a need to set in motion preventative, assessment and 
intervention work in BMT units.
INTRODUCTION
This paper aims to look at the effect a bone marrow transplant has on family 
functioning, family relationships, issues of consent, and what variables play a 
part in how the family deal with the transplant and its aftermath.
The BMT process itself will be briefly discussed to allow the reader an insight 
into the patient’s medical situation. The published research will be reviewed,
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from a family systems perspective. The psychosocial sequelae of BMT on the 
whole family will be discussed by reviewing: issues of the wider social system 
influences, the importance of recognising developmental factors, and the 
impact on siblings. The longer term impact of BMT on the family members 
and on the family functioning will be discussed, including studies on Post 
Traumatic Stress Disorder (PTSD) and what survivorship means to the family 
members. The important areas of informed consent and ethical issues will 
also be reviewed as they form an integral part in understanding who makes 
the decisions, and what implications this has for family members when a BMT 
takes place. The importance of the role of the clinical psychologist on the 
BMT unit and guidelines for clinical assessment, and psychological 
interventions will also be presented, in order to meet the psychological needs 
of the BMT patient and family.
The family systems perspectives was chosen because of a general lack in 
published literature of the psychological impact on family members, other 
than the child patient and sibling donor. The family systems perspective looks 
beyond individuals, and looks not only at family members, but also examines 
the relationships between them.
THE BONE MARROW TRANSPLANT (BMT).
BMTs are needed when the bone marrow is so diseased that it can no longer 
function normally, usually because the cancer has not responded to 
treatment or the patient has relapsed. BMT offers the prospect of cure to 
patients who until recently could only hope for prolonged remission. It is the 
replacement of bone marrow with healthy bone marrow, which should then 
grow and produce healthy cells; after the patients own marrow has been 
destroyed with high dose chemotherapy, and sometimes Total Body 
Irradiation (TBI), and includes a long period of isolation (Mashru 1990,
Phipps 1994). Despite technical advances, BMT remains a very high risk 
procedure because of the compromised immune system, which leaves the 
patient open to infection and high levels of mortality. It involves multiple
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stresses and taxes the coping capacity of the patient and family (Phipps 
1994, Leukaemia Research Fund 1997).
The transplant can have a severe impact on the body. Side effects from the 
chemotherapy and radiotherapy include nausea, vomiting, extremely sore 
mouth, fevers and infections. Graft versus host disease (GVHD), is a major 
side effect where after the BMT, the patients own immune system which will 
be derived from the donor cells can attack the patients own tissues. This can 
be fatal, or can become a chronic problem affecting the skin, liver, gut, lungs 
and immune system. Longer term problems mainly arising from the TBI can 
include lung damage, cataracts, growth and hormone production problems, 
including infertility and secondary tumours, all of which can have a severe 
impact on the patient and family (Phipps 1994, Pinkerton, Cushing, & Sepion 
1994, Leukaemia Research Fund 1997).
Preparation for the transplant
The preparation starts before the planned BMT date. The family and patient 
are seen by the consultants, both in the referring hospital, and then the BMT 
Unit. The rationale and need for BMT will be explained, the specific plan and 
potential complications described (Pinkerton et al 1994).
Consideration of BMT initiates a sequence of events, beginning with blood 
and tissue typing of the family to discover if there is a potential donor within 
the family (Phipps 1994, 1995a, Pot Mees 1989). The decision to undergo 
BMT involves assessment in the BMT unit over several months from the 
multi-disciplinary team; radiotherapists to plan the TBI, assessments by 
psychologists to assess mental health and preparedness, and to start the 
engagement process necessary for any future therapeutic work. Assessments 
are also carried out by the play specialists to work through fears and prepare 
for procedures, dieticians to ensure good eating practices, physiotherapists 
to ensure optimal patient mobility and movement and social workers to 
assess and aid in financial and family relocation and resources. The
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transplant often takes place in a BMT unit in a distant location, which adds to 
the stress for patient family and extended support network (Atkins & 
Patenaude 1987).
This multi-disciplinary approach aims to meet the needs of all family members 
and promote effective liaison with the referring hospital and teams.
Psychosocial impact of BMT.
The transplant and after effects can uncover many areas of potential psycho­
social problems. The impact of severe medical illness and uncertainty of 
survival, prolonged isolation, and being far from home; mean relationships 
between family members are under pressure, particularly between the donor 
and recipient. The identification of a suitable donor within a family can be a 
mixed blessing; the compatible sibling may experience considerable anxiety 
and ambivalence about the procedure, yet feel there is no choice, even in the 
absence of overt coercion (Phipps 1994, 1995a, Pot Mees 1989). The impact 
of the BMT will be discussed from a systemic perspective in order to 
recognise the impact the BMT has on the patient, family, and the wider social 
system, and to recognise the different roles that these members play in the 
process of the BMT.
FAMILY SYSTEMS BACKGROUND.
The BMT has an effect not only on the patient and donor, but also on family 
members individually, and on the whole family, and family relationships as a 
whole; also on the wider social elements surrounding the family.
Goldenberg & Goldenberg (1996) state that a family is far more than a 
collection of individuals sharing a specific physical and psychological space. 
A family is a natural social system, with properties all of its own, one that has 
evolved a set of rules and family roles, has an organised power structure, 
and has elaborated ways of negotiating and problem solving. The 
relationship between members of this microculture is multi-layered and is
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based on shared history, internalised perceptions and assumptions about the 
world, and a shared sense of purpose.
The family is a developmental system which typically must attempt to deal 
with the developmental tasks, that require mastery at each stage. Certain 
discontinuous changes are so disruptive and impeding to family life that they 
profoundly shake up and transform a family system, so that it never returns to 
its former way of functioning. The automatic tendency of a system to maintain 
balance or equilibrium is called homeostasis. Families when disrupted 
attempt to deal with it by monitoring differences and family rules. 
Communication styles will necessarily be questioned and re-examined when 
trying to maintain the family status quo, in circumstances very different to 
their normal lifestyle. A child’s diagnosis of a serious medical illness, and the 
need for a BMT will certainly be a profound stressor to the family system, and 
family coping and relationships will all be severely tested.
The systems approach embraces the concept of circular reciprocal causation; 
the individual is affected by the attitudes and activities of other family 
members (Goldenberg & Goldenberg 1996). It is important to look at both the 
content of what individuals and families say and do, and the process of what 
is happening; in order to understand what has happened and what 
implications this has for the patient, donor, family and wider social system. 
The published research is reviewed by looking at the psychological impact of 
BMT from a systemic perspective
IMPACT ON THE WHOLE FAMILY.
The importance of considering how everybody in the family, and those who 
are in the family’s social world, may be affected by the transplant will be 
disscussed. The importance of recognising that hospitals and other social 
and medical networks are a part of this system, and have important roles to 
play, will be considered.
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Impact on the family and social relationships.
The devastating impact of the BMT on the whole family and their relationship 
has been stressed by several authors (Pot Mees 1989, Hare, Skinner & 
Kliewer 1989).
The effect of the BMT on the whole family system was reported by Pot Mees
(1989). She showed that the selection procedure of the donor not only 
establishes a new relationship within the siblings of the family, but has an 
effect on the whole family system, and she acknowledged the role of the 
referring hospital. A longitudinal design was used, describing forty-three 
patients and found that the BMT child patients showed significant increase in 
problems six months after BMT, particularly depressive symptomatology 
which resembled Post Traumatic Stress Disorder (PTSD). The particular 
stressors which emerged after discharge included transition for children from 
sick to healthy role, adjustment problems of patients and siblings, isolation, 
and emotional and physical differences to peers. Twelve months post 
treatment most children showed an improvement. The measures used were 
mainly parent and teacher rated, which could be challenged in that the 
children were not directly assessed. Family systems approach to BMT is 
exemplified by the study of Hare, Skinner & Kliewer (1989). They examined 
the potential family disruption that takes place when the family and patient 
come to the transplant centre, and stressed the importance of viewing the 
patient in the context of the family. The family stress model developed by 
McCubbin and Patterson was used by Hare et al to describe family 
adjustment and adaptation that occurs during the medical treatment. The 
model proposes that when crisis occurs, families attempt to adapt, striving for 
a new level of balance. These adaptation efforts emerge in response to the 
demands on the family and involve interactions of existing and new 
resources.
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Two further studies stressed the importance of viewing the BMT systemically 
(Wiley, Lindamood & Pferfferbaum-Levine 1984, Nespoli, Verri, Bertuggia, 
Taibi & Burgio 1995). They stipulated that the donor-recipient relationship 
cannot be viewed as separate from the larger family system.The two studies 
concluded that it must be expected that pre-transplant family roles change, 
temporarily or permanently, because transplantation adds a unique 
dimension to the stresses already imposed by the illness. The child (both 
donor and recipient) with developing self concept was particularly vulnerable 
to issues of altered identity, and Wiley et al stressed the consideration of the 
cognitive and emotional development of each child. This thoughtful paper 
highlighted the necessity to take all the family’s needs into account when in 
the BMT unit, and talked about the importance of recognising developmental 
issues when thinking about family members (Wiley et al 1984). Nespoli et al
(1995) discussed the impact of paediatric bone marrow transplantation on 
their quality of life, with a sample of thirty-six patients. They concluded that 
BMT experience is accompanied by anxiety symptoms and conduct problems 
in younger patients and by feelings of depression and inadequacy in the 
older ones. Their conclusions that quality of life in BMT subjects is good, are 
challenging, particularly when considering the reluctance to talk about it, and 
that other authors (Zabora et al 1992, Hare et al 1989) stress the adverse 
impact of BMT.
The conclusion is that the family is a system that has already experienced 
immense disruption associated with the diagnosis of the child’s illness. The 
BMT itself will produce even further disruption to an already stressed system; 
when one member of the family system changes, all members are changed.
The importance of recognising the role of the referring medical team.
A neglected area in the research has been the important role that referring 
hospitals play in the BMT process and impact on the family system. Review 
papers have acknowledged the psychological impact of BMT on family 
members, acknowledged the importance of family history, and that wider
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systems including both the referring hospital, BMT unit and wider social 
network, all have relative influences on the family (Kelleher 1990, Patenaude 
1990). The important fact that patients undergoing BMT have already been 
part of a health care system; and after the transplant will return to that 
system, stressed the importance of recognising the role that referring 
hospitals can play.
Being away from home.
BMT often takes place in a hospital centre far away from home which can add 
to the stress on the family, with enforced family separation and being cut off 
from some of the support systems (Atkins & Patenaude 1987). The value of 
maintaining communication between centres and medical and mental health 
services is stressed to facilitate ongoing communication and support (Atkins 
& Patenaude 1987, Pot Mees 1989).
Who is the donor?
The selection of the donor brings with it inherent psychological challenges. 
What happens if you are or, are not chosen ? Issues of guilt, at not being 
able to play a role, or envy that another sibling has, can add to family 
functioning problems. In 1993, Lesko reported that donor selection is made 
purely on medical compatibility and not on donor or family selection; and 
concluded in the review paper that family adjustment during BMT depends on 
previous experience of medical illness, dislocation from home, support from 
family and friends, pre-existing family and economical issues, religious or 
ethnic and educational background.
Who makes the decisions in the family ?
The importance of recognising who makes the decision for the BMT to take 
place has an effective impact on the BMT process. If the decision has not 
been made by the patient or donor, then issues of whose body this is, and 
non compliant behaviour, or psychological problems because of feelings of
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being forced into something, may arise. The importance of the decision 
making process and the recognition that, patients or parents may already 
have committed themselves to BMT before arriving at the unit has been 
referred to by many authors (Andrykowski, 1994, Phipps &DeCuir-Whalley 
1990, Chauvenet & Smith 1988). Chauvenet’s empirical study questioned 
twenty-four referring paediatric oncologists from centres not performing BMT, 
and found that of one hundred and fifty-six patients who were referred for 
BMT, only ten were not transplanted, and no patient whose disease was 
under control was denied BMT. It is important therefore, to direct attention 
towards events occurring earlier in the decision making process, and to 
investigate further how patients, parents and doctors decisions balance the 
information regarding the relative risks and benefits involved in BMT.
What does BMT mean to the family?
There is a lack of knowledge surrounding what undergoing BMT has meant to 
family members, how the process may influence the perception of their 
relative roles, and how the BMT affected relationships within the family. 
Futterman & Wellisch (1990) focused on what BMT might have meant to the 
patient, the donor, other family members and staff. The stress and pressures 
of BMT are not always correlated in an exact way with what is happening in 
the clinical picture. Fears and expectations create stress in and of 
themselves. This article researches the sometimes hidden fears and conflicts 
symbolically provoked by BMT. They suggested a general model identifying 
three levels of psychosocial adjustment, from mild to moderate to severe 
difficulties, looking at prior psychiatric and coping history, quality of family 
and social support, quality of affect and mental state. The three levels 
suggested different levels of psychosocial involvement and support with 
guidelines for types of interventions, which could be used to identify potential 
problems and difficulties from the beginning of treatment, and which could be 
used to identify high risk patients and families. This article focused mainly on 
adult families, but suggested a wider framework for assessment and 
understanding from a psychodynamic perspective.
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Wiley et al’s paper looked at how relationships are affected, and raised the 
important concept of addressing the developmental issues of family 
members. This is often lacking in other papers, and is crucial to 
understanding family coping and family relationships and roles, and usefully 
should be taken into account if looking at family perspectives. As in the wider 
family’s system, the importance of family assessment is outlined by several 
papers (Rappeport 1988, Hare et al 1989, Phipps & Mulhern 1995b) in 
particular the FES was singled out because of its potential in looking at all 
family members and their relationships ( Rappeport 1988, Hare et al 1989, 
Phipps & Mulhern 1995b). The family stress model was suggested by Hare et 
al to explain family stress and adjustment, and if linked to the PTSD model 
(Stuber et al 1991), could initiate a useful BMT family model. The important 
issues of taking into account developmental stages were considered to be 
significant when understanding BMT from a systemic perspective (Wiley et al 
1984, Rappeport 1988). The importance of assessing pre-existing problems 
and functioning is mentioned, but it should be noted that evaluation is likely 
to include only those at the BMT unit. Missing out other important members of 
the family system should not be encouraged, particularly because of enforced 
separation, new roles, responsibilities and relationships which will be forged, 
and which will be challenged once the BMT is over, whatever the outcome.
Importance of recognising developmental factors.
Whilst it is necessary to recognise the importance of looking at the whole 
family system, and how it has been affected by the BMT; it is imperative to 
also note that within the family system, and within the members, everyone is 
developing, and has developmental tasks to achieve, which will be disrupted 
when a member of the family faces BMT. For example if the BMT patient is 
an adolescent, the adolescent developmental tasks of independence, and 
peer and sexual relationship development will be interrupted, which have 
implications for their further development. The disruption to an adolescent’s 
development when undergoing BMT, will have an effect on the development 
of other siblings when they reach the same age, as comparisons are often
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made within a family system. The issue of recognising the differential 
developmental stages of the family members have been recognised as 
important (Wiley, Lindamood & Pferfferbaum-Levine 1984, Pot Mees 1989 
Bater 1989, Stuber et al 1996).
As the family is continually developing, with changes occurring in roles and 
identities, the impact of BMT, potential research needs to become more 
longitudinal in nature; to understand and ultimately set in motion 
psychological intervention and consultation where needed. The important 
points made by (Atkins 1987, Pot Mees 1989, Patenaude 1990, and Lesko 
1993) acknowledge the importance of communication, both within family, 
family and BMT team, and then back to the family’s wider system; aiming to 
view the family within their natural framework, where the family will then 
continue to adapt, adjust and move forwards.
THE EFFECT OF BMT ON SIBLINGS.
What happens to sibling relationships when one member of the family 
undergoes BMT?
What psychological issues are raised when a sibling is the donor for 
BMT?
Sibling donors are offered special care and preparation, and have lots of 
positive input from staff, to ensure they do not feel left out (Pinkerton et al 
1994, Phipps 1994). Phipps discussed in detail donor issues, and concluded 
that anecdotal evidence suggested that sibling donors are more likely than 
non sibling donors to develop behavioural problems. Carr-Gregg & White 
(1987) found degrees of psychopathology ranging from very mild to severe in 
psychological evaluations of sibling donors, where many donors felt 
responsible for the outcome of the transplant. They also suggest further 
research into preventative strategies, problem siblings, monitoring of siblings, 
and implications for the health professionals.
109
What it means to be a donor.
Three case studies of problems experienced by sibling donors, were 
presented (Kinrade in 1987). The problems reported by parents included 
sleep difficulties, refusal to talk about being a donor, excessive talk about the 
pain expected and school problems. This paper did not, however, consider 
the long term effects. Sanner^s 1997 paper investigating volunteers for bone 
marrow donation, found that registered BMT donors who replied to a 
questionnaire indicated less death anxiety, fear of physical injury, and less 
fear of chaos either with or without altruism, when compared to the general 
public. This raises issues which might also be present in sibling donors, and 
how donation, or even considering donation could affect other existential 
views, which could be seen as positive factors. This is an important area, as 
most papers looking at donors tend to concentrate on negative, rather than 
positive changes. It would be useful to discover what it really feels like to a be 
sibling donor, and what issues were brought up, for the sibling and their 
relationship with the recipient. Understanding what it has meant,could further 
studies researching interventions and qualitative descriptions of meaning.
Sibling rivalry and identity
Being a sibling donor, or not being a sibling donor, can promote feelings of 
resentment, and sibling rivalry within families, and has a powerful effect upon 
the family system. It was strongly stated by Futterman & Wellisch (1990) that 
medical staff need to set appropriate limits for enmeshed families and need to 
encourage disengaged families to partake in the BMT process. Futterman
(1990) discovered that 20% of donors have psychological problems that are 
directly related to BMT (but it was unclear from the paper how this was 
measured ). The point was made that GVHD (graft versus host disease) can 
be experienced as a metaphor about the donor internally attacking the 
recipient, and conversely the recipient can feel attacked by the donor 
(Futterman 1990). They also pose important questions about what it means to 
have cross-sex bone marrow donation, what effect does this have on sexual
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identity? This paper raised important questions about identity for both the 
donor and recipient, and how this is affected by the BMT.
Packman, Crittenden, Schaeffer, Bongar, Fischer & Cowan (1997) reported 
the psychosocial consequences of BMT in donor and non donor siblings, with 
a sample of forty-four siblings (twenty-one donors and twenty-one non 
donors) ages six - eighteen of surviving BMT patients. The siblings were 
compared on quantitative measures of behaviour, psychological distress and 
sense of self. The donors reported significantly more anxiety and lower self 
esteem than non donors, on self rated scales. One third of the siblings in 
each group reported a moderate level of PTSD. This paper however, did not 
look at the specific relationship between family members, and concentrated 
on comparing one sibling from each family, irrespective of whether he or she 
actually was the donor. A larger empirical study of seventy-three siblings of 
paediatric cancer patients and their parents researched the siblings reactions 
to the illness of their brother and sister (Breyer, Kunin, Kelish and Patenaude
1993). A majority of parents reported some negative changes in behaviour in 
the siblings and only a few reported positive changes. Breyer et al suggested 
a family interaction questionnaire for parents and siblings could be developed 
to identify the extent and level of communication among family members, and 
concluded that long term adjustment for the well sibling is more likely if the 
child does not feel excluded (Breyer et al 1993). Although this paper was not 
exclusively aimed at BMT patients, it is a useful indication of ways forward for 
siblings, and suggestions are proposed for preventative work and good early 
assessment.
There is a increasing interest in sibling relationships. Potential research into 
donor-recipients of BMT covers these interesting psychological issues; 
encompassing identity, pre-existing relationships and ongoing relationships 
with other siblings. The idea that there might be positive gains for both 
donors and recipients is mentioned by Breyer at al (1993), which would be an 
interesting area to follow-up, as most papers tend to only focus on problems.
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THE LONG TERM EFFECTS OF BMT ON THE PATIENT AND FAMILY.
A BMT can have long lasting effects on the family members. These effects 
can persist, whether or not the BMT is successful, and can present in 
different members of the family in different ways. Issues surrounding 
survivorship were considered to be an important factor when considering the 
impact of BMT on families. If the child survived, then there will be continual 
reminders for both sibling and donor of the roles that were played, which can 
reflect onto the remaining family members. If the child did not survive the 
BMT, then issues of survivor guilt may have arisen, either in the sibling 
donor, because his or her marrow did not work, or guilt from other siblings 
that their marrow was not a match, and they could not have participated in the 
BMT process
Post Traumatic Stress Disorder (PTSD) and survivorship studies.
Post traumatic stress disorder symptoms have been included as severe long 
term effects following a bone marrow transplant (Pot Mees 1989, Lee, Cohen, 
Stuber and Nader 1994, Stuber 1995, Packman et al 1997). Lee et al (1994) 
studied interactions between parents and young children undergoing BMT in 
a prospective longitudinal empirical study of six children. All the children 
were considered to have a mild PTSD at three, six ,and twelve months post 
BMT, with avoidant features, denial of reminders of the hospitalisation and 
presence of intrusive thoughts as common presentations. This was a tiny 
sample, but like Pot Mees’s study brings up the important issue of PTSD, and 
long term sequelae of BMT.
McConville et al (1990) presented a retrospective study of thirty-two children 
treated with BMT over seven years. The level of child, parent and family 
psychopathology, including PTSD was usually mild to moderate, but there 
were clear individual differences between patients. The staff reported that 
many families coped well, particularly in relatively uncomplicated cases with 
good outcomes, where the child survived. The retrospective design, which is 
cross sectional, over a range of cases of varying severity, can not indicate, 
either causation or the way in which stress disorders develop. This study did,
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however, highlight the need to also look at differences in coping between 
parents, and the need to take into account the medical problems and 
complications which arise during the BMT process.
Stuber, Nader, Yasuda, Pynoos & Cohen (1991) described a longitudinal 
prospective study with a twelve month follow up of six BMT survivors. 
Symptoms of PTSD were shown, survivors demonstrated denial and avoidant 
behaviour, of which the re-experiencing of events was the most prominent 
symptom. The authors suggest the use of PTSD model in understanding 
some of the symptoms of BMT survivors. In continuation of this study, Stuber, 
Nader, Houskamp & Pynoos (1996) then researched the appraisal of life 
threat and acute trauma responses in pediatric BMT patients. They 
suggested that life threat is relatively rapidly comprehended and is more 
dependent on the patients developmental stage than on the stage of illness.
The psychological effects of BMT on twenty-five children and adolescents in 
a prospective longitudinal study, were studied by Phipps, Brenner, Heslop, 
Krance, Jayawardene & Mulhern (1995a). Measures of intelligence, 
academic achievement and neuropsychological function were taken. The 
results after a year showed that cognitive and neuropsychological functioning 
remained stable. In contrast declines were seen in patient social competence, 
self esteem, and general emotional well being.
The issues of survivorship of BMT are complex, and illustrate the need for 
longitudinal and qualitative research to understand what BMT has meant to 
the families, and how it affects family functioning over a period of time. It 
would also be of interest to research not only families who have successfully 
completed BMT, but also those families where it was not successful, to 
understand better the process which these families experience.
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CONSENT AND ETHICAL ISSUES.
In contemplating how patients, families and professionals make decisions 
about BMT, the issue of consent, both of the BMT recipient and of the donor 
have become popular in medical journals. Issues of consent and competency 
of child patients and donors play an important role in family dynamics, 
particularly the perception of who makes the decision, which fits in with the 
earlier section on who makes decisions in the family. There is increasing 
literature about the age of consent and assent and this important area has 
implications for patients and donors, their families and wider social systems. 
This brings into account the important areas of developmental issues and 
decision making.
Alderson (1993) studied a hundred and twenty young patients, their parents 
and seventy health professionals, and suggested that competence (as 
defined below, Alderson 1996) to consent for surgery developed in response 
to experience about illness and reasonably high expectations, rather than 
gradually overtime. This underlined the importance of looking not only at 
developmental issues but also what children have already been exposed to, 
and how the two interact with regards to competency.
A child’s right to share in health decisions can not be ignored (Rylance 1996, 
Alderson 1996a, Alderson 1996b) at present there is a confused and 
unsatisfactory position regarding children’s rights. The united convention on 
the rights of the child falls short of recognising children’s right to autonomy. 
The Gillick 1985 ruling allowed children under the age of sixteen to ‘consent’ 
provided they were competent as assessed by their doctor, however, this was 
then undermined by Lord Donaldson’s 1992 ruling that parents could overrule 
a competent child who refused treatment (Rylance 1996). In essence this 
means that a competent child can agree to have a BMT, but can be overruled 
if they refuse a BMT. The Children Act 1989 failed to make any commitment, 
save stating that children’s views should be heard. Rylance reported on the 
Institute of Public Policy Research report (Alderson & Montgomery 1996):
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which recommended a code of practice, with children’s rights to be subject to 
the supervisory role of the courts. This paper attracted a lot of discussion. 
Mahaffey (1996) replied that “ the extraordinary proposals would unleash a 
cocktail of bureaucracy, litigation and time wasting in attempts to give 
children total authority”. Delany (1996) suggested a forum, independent of 
the parents and medical advisers, which should vet each proposed BMT. 
Browett & Palmer (1996) in the same paper argued that the effects of having 
such a treatment denied, because of legal barriers imposed by an 
independent authority, would be catastrophic in many families and would 
clearly have a detrimental effect on the subsequent upbringing of the 
potential donor. Kent (1996) reported the central issue concerned the 
identification of the donor’s and families best interests. These discussions are 
complex and of legal importance, and illustrated the need to consider the role 
of the child and family in the decision making process.
The 1996 paper by Alderson and Montgomery recommended changes in the 
law and a new code of practice, which would ensure that any child who could 
express a view, is given information, is listened to, and has their views taken 
into account. They argued that children from the age of five should be 
presumed competent. They suggested that
• The law should provide a clear framework for decision making, 
comprehensible to professionals, parents and young people.
• Competence means that a child understands:
1. The type and purpose of the proposed treatment.
2. In broad terms the nature and effect of treatment.
3. The principal benefits and risks.
4. The consequences of not receiving treatment, and possesses the capacity 
to choose whether to accept the treatment.
These suggestions are controversial but show the need to devise a code of 
practice for decision making and issues of consent, but if a more systemic
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perspective is taken, decision making could be reframed to include family as 
well as individual rights.
The rights of donors have also been emphasised (Downs 1994), who 
commented on a family where the father had a vasectomy reversed, and the 
mother became pregnant to conceive a child who could be a possible match 
for their ill child. This raised questions about the implications for children 
being proposed as donors, and what effect this would have on their 
psychological development and identity, and future role within the family 
(Dolan 1990, Downs 1994).
An important empirical study researching the decision making of fifty children 
(Ellis & Leventhal 1993) discovered that children wanted information on all 
aspects of their disease and treatment; 76% of children aged eight - 
seventeen, wanted to be told a percentage chance for cure, versus only 38% 
of their parents, who wanted their children to be given this information. 95% 
of patients wanted to be told if they were terminally ill, and the majority felt 
that the treatment decision was the doctors. 96% did not want to make their 
own decisions about curative therapy, 63% adolescents wanted to make their 
own decision about palliative therapy, versus 28% younger patients. Children 
prefer to be fully informed about their disease and treatment, however this 
study suggested that, with the exception of terminally ill teenagers, children 
do not want to make decisions about their treatment. This extremely 
interesting paper, suggested that it is imperative that further consultation is 
done with children and adolescents to find out from them what they wanted, 
rather than assuming professionals knew best from a “rights” perspective.
The ethical issue of putting a healthy sibling through a medical procedure, for 
the sake of their sibling was discussed (Weisz 1992) and asked if it was 
ethically right to ask one child to suffer for another. The suggestions from the 
study was that long term follow-up studies with multi-modal assessment of the 
psychological well being of children are needed.
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Factors which might affect the decision making process include: parents’ 
ages, family constellations, cultural backgrounds, language, education, 
religious/spiritual concerns and stress levels, on an individual and family 
level (Abramovitz & Senner 1995).To make an informed decision, children 
must be given sufficient information and become involved in the decision 
making process with their parents and health care providers. The current 
situation regarding consent is unclear, and these is an obvious need for 
consistent, appropriate guidelines to be drawn up, which are practical and 
realistic.
PSYCHOLOGICAL ASSESSMENT OF FAMILIES ON THE BMT UNIT.
The potential for ongoing psychological problems within the family has 
promoted the use of mental health professionals in BMT units, to offer 
assessment and intervention services.
Assessment of the families risk for psychological problems and general 
psychological functioning, includes the assessment of: the patient’s cognitive 
understanding of the process, their emotional preparedness, ability to give 
informed consent and psychological status. Studies suggested the need to do 
a separate pre- transplant assessment of the donor (Rappeport 1988, Breyer 
et al 1993, Sormanti, Dungan & Rieker’s 1994).
It is important to look at family coping mechanisms, and to evaluate any prior 
psychiatric or psychological history, as this will make families and individuals 
more vulnerable to psychological problems (Rappeport 1988, Phipps & 
Mulhern 1995b). Phipps & Mulhern (1995b) studied the effect of perceived 
family environment as a determinant of adjustment in children undergoing 
BMT, in a longitudinal empirical study of sixty-four children and young 
people, age range nineteen months to twenty-three years. Measures of social 
competence, behaviour problems, self esteem and perceived family conflict, 
cohesion and expressiveness were obtained before hospital admission for 
BMT and six - twelve months afterwards. Significant declines were shown in
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post BMT social competence and self concept (measures Family 
Environment Scale (FES). Achenbach Child Behaviour Checklist (CBCL) and 
Piers Harris self concept scale) All pre-BMT family environments were highly 
predictive of adjustment post BMT. Perceived family cohesion and 
expressiveness act as protective factors, whereas family conflict acts directly 
as a risk factor that adversely affects adjustment, regardless of stress level.
Another study, researching family functioning, has also used the FES 
successfully as a tool (Kissane, Bloch, Burns, Patrick, Wallace and McKenzie
1994). They concluded that screening families with FES would facilitate a 
more family centred approach to treatment, with relatively early identification 
of families at risk, and that preventative interventions would also then be 
feasible. The importance of evaluating families prior to BMT was also 
illustrated in a single case study (Dobkin, Poirer & Bonny 1995) of an 
adolescent girl whose parents were unable to cope with the extreme 
challenge of BMT; evaluation prior to BMT showed this family was at risk.
PSYCHOLOGICAL INTERVENTION.
It is recommended that joint medical and psychological intervention are 
essential in work with BMT patients, their families, and with both the referring 
hospital and Multidisciplanary team in the BMT unit (Pot Mees 1989).
Communication with children should take into account developmental 
changes in children’s ability to understand (Eiser 1990, McConville et al 
1990). Results of research showed that contrary to original assumptions, 
many children and families cope well; but controversially other studies 
suggested prolonged psychosocial sequelae, and the need for psychological 
input (Pot Mees 1989, Phipps 1994).
The family’s psychological functioning was evaluated by Zabora, Smith,
Baker, Wingard, Curbow (1992) who initiated a prospective study to examine 
the family as a social resource. They found that many patients recover
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psychosocially over time, but that patients and families may continue to need 
psychological support after BMT. They showed that BMT caused patients 
significant distress, and reported the families are expected to play a major 
role in how patients adapted during hospitalisation.
The psychologist in most BMT units is an integral part of the team, and 
assessment before the transplant is offered as part of the protocol for all 
potential BMT patients. From the literature (Pot Mees 1989, Eiser 1990) and 
clinical practice, there is a need for appropriate assessment in order to 
assess families coping and potential vulnerable families, and to meet them 
early on in order to minimise the stigma of seeing the psychologist.
Proposed outlines for the role of mental health professional on a BMT unit is 
included in Appendix 1, and, guidelines for initial psychological assessment 
for families about to undergo BMT is included in Appendix 2, based on 
clinical experience, and published guidelines (Pot Mees 1989, Eiser 1990, 
McConville et al 1990).
DISCUSSION.
Research published clearly indicated that family coping and psychosocial 
sequelae to BMT should not be viewed in a vacuum; the relationships 
between family members, individual psycho-social functioning and 
relationship with wider social systems are all affected to varying degrees. The 
impact of BMT upon the family is a complex multifaceted relationship, which 
needs to be looked at in the context of family and individual experience, both 
medical and psychological.
Effect on the family and wider social systems; the importance of 
communication.
There is a need to look at the impact of the whole system, what happens 
before the family arrive at the BMT unit, and what happens after they return 
to the referring hospital. Most of the studies tended to focus only on surviving
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patients and their families, it would be illuminating to follow up families where 
the child did not survive and todiscover the impact on the family and 
relationships and to learn what could help these families, both pre and post 
transplant.
A high priority should be placed on prospective longitudinal research, looking 
not only at individuals at risk for maladaptive coping, but also at critical time 
periods when specific problems are likely to be manifest. It would be 
important to add in family system variables, what the meaning of BMT is for 
the family members, as other important determinants to be included in future 
research. There is however in all of these studies, apart from Pot Mees’, a 
paucity of acknowledgement of the importance of other wider systemic 
variables, including, schools, peers, and other supportive relationship, which 
all play a role in family coping and support.
The impact on the family; the importance of developmental, individual 
and relationship factors.
The increasing research into PTSD and BMT is potentially an interesting 
avenue of research, which could also bring into the limelight the longer term 
effect of BMT and family and individual functioning, particularly when many 
families have their follow up in other centres. Researching into long term 
psychological effects on the entire family system could offer an 
understanding of the complex nature of the situation. It could also determine 
the identification of vulnerable families and potential preventative work, rather 
than focusing on reactive work to prevent these problems in the long term. 
Useful research using longitudinal models, in a multi centre trial, to include 
assessment in the referring unit with all family members then at BMT unit and 
back after the BMT, including negative outcomes, and looking at families 
where the BMT was not successful, could discover risk factors and a greater 
understanding of the true impact on the family system.
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The impact on siblings, and their relationships.
Sibling issues which are neglected at present and given the potential long 
term nature of BMT related issues, deserve further research into the meaning 
of the BMT for both parties and their self concepts and relationships and 
other psychosocial sequelae
The sibling subsystem does not only consist of the donor and the recipient. 
Little research focused on the other members of the sibling subsystem, and 
the roles that they play. It would be productive to include evaluation of these 
other members as well to get a truer picture of sibling issues. In order to 
develop preventative and long term strategies for siblings, emphasis could 
usefully be concentrated on positive solution focused therapies, as well as 
problem identifying and solving, thus looking at both positive and negative 
gains for the sibling subsystem.
The impact of BMT on the donor and the recipient.
The importance of looking at positive gains from the BMT process is raised 
by Sanner, and useful research into long term impact of BMT on identity and 
existential issues is proposed. How the donor and recipient cope, and adjust 
in the longer term needs to be firmly grounded in their social world, which 
future research needs to investigate. PTSD was mentioned as a long term 
consequence, and is suggested as a model for understanding the BMT 
process. This would not, however, allow the more positive aspects of BMT to 
surface, but is a good indicator of long term negative impact, particularly 
when looked at developmentally as proposed by Stuber et al (1994). What 
would happen if the child patient did not want the BMT to go ahead, but the 
potential donor and family did? The real decision making choices for consent 
for this treatment, rarely seems to be discussed in papers, and is crucial for 
later family functioning. Research is needed to look confidentially at the 
feelings of the donor and recipient in the decision making process.
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Issues of decision making, competency and consent.
Research on consent and competence does seem to be focused on the child 
and chronological age, the present situation for consent is confusing and 
different proposals range from a child of five to a child over sixteen being 
considered competent. It is important to think about developmental issues, 
and to understand how the decision for BMT, for either the patient or donor, 
is made and what goes into that decision. To do this it will be necessary to 
look more closely at families who have, or who are currently going through 
the process. Who usually makes decisions in the family; is it strange that 
suddenly children are asked to make a life changing decision when perhaps 
this is not the norm for the family? Decision making needs to be looked at 
systemically, in the context of how the family usually operates, and what is 
usual for them, given their backgrounds. It is also crucial to note that most 
papers looking at consent focus on the actual signing of the consent forms in 
the BMT unit, whereas it has been shown that the consent has already 
probably been given at the referring hospital, before the family even step into 
the BMT unit. Alderson & Montgomery’s (1996) paper led the way in 
suggesting that a clear framework needs to be devised, and suggested useful 
guidelines for assessing competence, but the papaer also included some 
controversial proposals. Ellis & Leventhal’s paper introduced the information 
needs of children, with a high percentage wanting to be told cure chance, 
versus fewer parents requesting that their child be told.This opens the way 
for further research into what the families actually want, how to get the 
information and what the information needs of the family really are.
It is clear that better guidelines are needed for families and participating 
hospitals in health-care situations, but that rather than looking solely at the 
rights of the child, or of the parent, a more family based, or donor and 
recipient and family-medical consultation and negotiation process might be 
an alternative. This would be difficult legally, and practically, but might 
systemically address the needs of all family members, and recognise that 
whatever earlier decisions have been taken, the family will need to be able to
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function after the BMT process, whatever the outcome, and to be able to 
continue making decisions, without prejudice.
Methodological issues.
Many of the studies suffer from inadequate description of methods used to 
assess psychological impact, and often have small sample sizes, which bring 
up queries about the validity and reliability and replicability of the results 
(Andrykowski 1994). To understand better what families experience, and the 
short and long term psychological sequelae of BMT on the family, prospective 
family centred research is needed, in order to be able to look at preventative, 
reactive and experiential work to best meet the families needs, and to ensure 
good clinical multidisciplinary practice on the BMT unit.
CONCLUSIONS.
There is a growing awareness of the importance of family issues in BMT. 
The family system includes all family members, and family functioning will 
also be influenced by the wider social and medical systems, including 
referring hospitals and the BMT unit. Few of the papers reviewed considered 
the psychosocial issues systemically. Researching the BMT process 
systemically could usefully present a fuller picture of the child, patient and 
family perceptions and meaning of the BMT, and ideally research would look 
beyond the BMT and the BMT unit. Several avenues of future research have 
been suggested from a more systemic perspective, including, more 
longitudinal studies of family relationships, and how they are affected by the 
BMT process; issues of sibling identity and how this is affected by BMT, both 
for donor, recipient and other siblings. The role of the mental health 
professional, and proposed outline for assessment guidelines have been 
drawn up and can be found in the Appendices 1 and 2.
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There is also a clear need for appropriate, reliable and valid measures to 
assess psychological morbidity in this population, which can investigate not 
only individual functioning, but also family relationships and dynamics. To 
fully understand what it is like for these families, more detailed research into 
decision making and issues of consent for the whole family is needed. BMT 
work is fascinating and challenging because of the complex issues that are 
raised. It has given many families the opportunity for survival, but because of 
the severe trauma that BMT entails, it has a severe impact on both short term 
and long term family and individual functioning.
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Appendix 1
The role of the mental health professional on the BMT unit.
• Introduction to BMT unit and staff.
• Initial screening of potential candidates for BMT, including evaluation and 
assessment of the families (ideally the whole family) emotional readiness 
for and understanding of the procedure and donor selection, and 
psychological assessment.
• Introducing and maintaining good liaison and communication network, with 
referring team and wider social network.
• Outline the psychologist’s role and other support services and how to 
contact. Particular emphasis given to help families understand that any 
member of the family can ask for psychological support, and that all 
sessions will be confidential.
• Indirect and direct therapeutic and supportive services to the child and 
family during the BMT, working with the multi disciplinary team and 
consultation with referring teams.
• Liaising with the important other members of the child and families social 
system.
• Working with the families and multidisciplinary team on how best to help 
and motivate patient and family during the BMT.
• Working with the staff and multidisciplinary team on issues of patient and 
family management.
• Indirect and direct support and consultation role for BMT staff.
• Discharge to referring hospital and liaison once BMT over.
• Consultation and advice to referring hospital, education authorities and 
other members of wider system about BMT and late effects.
• Psychological input during the terminal phase (if BMT unsuccessful).
•  If child dies, and family want bereavement support, communicating and 
liaising with local services and BMT unit resources.
• Ensuring psychological follow up is arranged, and communicated back to 
referring hospital.
• Miscellaneous other duties.
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Appendix 2
Psychological assessment for families about to undergo BMT.
• Family composition, occupations, schools, genogram.
• Wider system participants (schools, referring health systems, other 
important participants)
• Family roles, relationships, and dynamics.
• Support network, for all family members, in and out of hospital.
• Prior psychiatric and psychological history for all family members, and 
liaison with local services if appropriate, assessment of risk factors.
• Family, and individual coping mechanisms.
• History of illness and coping with disease and treatment.
• Impact of illness on family so far.
• The families understanding and perceptions and fears, and myths of BMT 
and the roles they are to play (done as a family and separately for 
recipient and donor, separately for parents).
• Issues of consent, assent, and information needs of all family members.
• Discussion about what if BMT succeeds or fails.
• Any current concerns.
• Neuropsychological and psychometric testing if appropriate.
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WHAT IT MEANS TO BE AN ADOLESCENT AND DIAGNOSED WITH AND 
TREATED FOR CANCER: A QUALITATIVE PHENOMENOLOGICAL 
STUDY.
ABSTRACT.
This study aimed to explore and discover what it means to be diagnosed with 
and treated for cancer, and to discover what impact the setting in which they 
were treated has on the adolescent. I wanted to explore how adolescents 
actually perceive their cancer, how they cope with it, and how this interacts 
with the developmental tasks of adolescence. To understand the adolescent’s 
perspective, I used phenomenological qualitative research methodology, 
which is both a philosophy and a research method. It asks what is the 
meaning of a lived experience, and it allows the co-researchers to express 
what having cancer has meant to them, in their own words. In-depth 
interviews were used, which were taped, transcribed and coded according to 
themes of meaning units. In order to fully explore both the meaning of 
adolescence, and impact of the setting in which they were treated, the sample 
of participants (co-researchers) was chosen from both paediatric and adult 
wards.
The two research questions were:
• What does it mean to be an adolescent and to be diagnosed with and 
treated for cancer?
• What is important about the setting in which adolescents are treated for 
cancer?
The results from the study showed that to be diagnosed and treated for 
cancer when an adolescent, is a life enhancing and challenging life event. 
One of the most powerful results was an overwhelming need to be listened to, 
to be respected, and for staff and families to be aware of adolescent
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developmental issues. It was universally agreed among the adolescents that 
they needed to be recognised as adolescents first and cancer patients 
second. A powerful reflection from the co-researchers was that the 
experience of having and being treated for cancer served to make the 
adolescent evaluate who they were, what really was important in their lives, 
and to clarify their philosophies of life.
Five main themes emerged:
1. Importance of using metaphors in describing what it is like to have cancer. 
The importance of really listening to how adolescents perceive and describe 
their cancer, and how these powerful descriptions illustrate vividly what 
cancer means to these adolescents. The metaphors, for some of the co­
researchers were also used as part of their coping strategies.
2. Social comparisons.
It was illustrated that adolescents become self aware and perceive 
themselves and their identities, by comparison with others, and to their prior 
selves, by reflecting on who they are, and what really is important. The 
developing awareness of who they were was also accompanied with 
development and articulations about their philosophies of mind, and 
philosophies about life.
3. The importance of respecting the adolescents and their needs.
A unanimous issue was the need to be listened to, to be respected, and for 
staff, and family to have an awareness and understanding of who 
adolescents are, and what they need when being treated. There was also a 
reflected need to listen to their views concerning what was important about 
where they were treated, and how important it was to see them as 
adolescents first and patients second.
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4. The recognition of the importance of support from others.
The adolescents reported the importance of support from other people, from 
a wide range of individuals. There was particular reflection on the important 
roles that their families play.
5 Treatment side effects.
The treatment had striking effects on adolescents’ self esteem and 
confidence, mainly because of the severe side effects and how having cancer 
and treatment has an overwhelming impact on their lives. Having cancer, 
being treated, and then missing school/college/normal adolescent activities, 
was also noted to had an ongoing effect on developing relationships, and 
other adolescent tasks.
The use of qualitative methodology allowed the co-researchers to use their 
own language, and to hear their words, which was essential in really starting 
to understand what it had been like for them. There were several further 
avenues of work which were suggested by this study, and which could further 
develop awareness of the worlds of adolescent patients, and continue the 
development of adolescent guidelines, strategies and policies.
This research has allowed an insight into the creative metaphors used by 
adolescents, the different types of coping strategies, and the overwhelming 
need to respect adolescent developmental tasks and listen to what they are 
saying.
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INTRODUCTION
To be diagnosed with cancer in the challenging period of adolescence, when 
identity, philosophies and links to wider social systems are paramount, can 
be devastating to the adolescent. The diagnosis and treatment for cancer can 
interfere with the usual adolescent lifestyle, and interrupt the developmental 
tasks of adolescence such as peer and sexual relationship development 
(Leonard, Coleman & Lewis 1995, Lewis 1996, Whyte & Smith 1997). The 
impact of diagnosis and treatment can be overwhelming for everyone in the 
adolescent’s familial and social network; and has wide implications for the 
continuing development of the individual, their family and their social 
relationships.
At present in the United Kingdom there is no general consensus where 
adolescent cancer patients should be treated (Cohen 1986a, Leonard, 
Coleman & Lewis 1995, Caiman & Hine 1995, Department of Health 1996, 
Lewis 1996). This means that adolescents with cancer can be treated either 
on paediatric, or adult wards, or occasionally on adolescent wards. To be 
treated where there is no clear understanding about adolescent issues, and 
no clear adolescent policies, can compound the difficulties already faced by 
the diagnosis and proposed treatment for cancer.
Purpose of the study :
I propose in this study to discover what it means to be an adolescent, and 
then to be diagnosed with and treated for cancer; and also to discover what 
impact the setting in which the adolescent is treated has on the adolescent. 
The hospital in which I work as the child and adolescent clinical 
psychologist, treats adolescents in both paediatric and adult wards and there 
is no operational policy concerning their treatments, needs, placement or 
future developments. I propose to study a sample of adolescents from 
paediatric and adult wards, who are on treatment for their cancer and to 
interview them, aiming to discover in their words, their needs, feelings and
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concerns; and depending on the results and liaison with the hospital multi­
disciplinary teams, aim to start discussions regarding adolescent strategy and 
service development.
The research questions I want to answer are:
• What does it mean to be an adolescent and to be diagnosed with and 
treated for cancer ?
• what is important about the setting in which adolescents are treated for 
cancer ?
The research which has already looked into adolescence and cancer, has 
mainly used quantitative research methodology (Zeltzer & Lebaron 1985, 
Greenberg, Kazak & Meadows 1989, Kunin, Patenaude & Grier 1995, Allen, 
Newman & Souhami 1997) concentrating generally on adolescents who have 
completed their treatment. Research has focused on the main areas of: 
survivorship, psychological and psychiatric morbidity, identity, treatment and 
illness research, and decision making and information needs.
Whilst the research has been illuminating, the voices of the adolescents are 
not being heard directly, and no current research is looking into the needs 
and perceptions of the adolescents, particularly with regard to where they are 
treated, whilst actively still on treatment. Using qualitative as opposed to 
quantitative methodology, allows in-depth interviews, with no constraints, 
more opportunity to answer and discuss the meaning of their unique 
perspective.
I propose to use qualitative methodology for this research in order to discover 
the meaning of the diagnosis and treatment for adolescents, enabling them to 
use their own words and language, and which will allow me to take an 
interpretative, naturalistic, inductive approach. (Denzin & Lincoln 1994 &
1998, Jones 1995, Britten 1995, Breakwell, Hammond & Fife-Shaw 1995).
136
The specific qualitative methodology I will use is phenomenology, which 
examines the particular experiences of unique individuals in a given situation, 
where the aim is to describe an experience as it is lived by the individuals, 
Denzin & Lincoln (1994). Phenomenology is both a philosophy and a 
research method, and asks what is the meaning of a lived experience. The 
focus is on understanding the response of the whole human being, not just 
specific parts or behaviours. Using qualitative research also allows the 
researcher to reflect on their role in the research process, and means that the 
research will be written in the first person, rather than the more usual and 
formal third person psychological report format.
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RESEARCH CONTEXT
The research I am carrying out is developed from professional and personal 
interest in the adolescent age group; professional interest in researching 
adolescent oncology (cancer) patients needs, including psychological, 
physical, social, familial and service elements. I will also review how past 
research relates to and informs this project. The current epidemiological data 
on adolescents with cancer will be discussed and related to services 
available for this population. I will examine theories of adolescent 
development, link it in with family systems theory, which is my theoretical 
background, and the development of the psycho-oncology discipline (the 
application, theory and practice of psychology to patients with cancer). The 
existing research will be reviewed in relation to this study.
Adolescence.
Adolescence is a difficult concept to define, the components which have been 
considered, include chronological age, social status acquisition, physical, 
sexual and social changes. The model most frequently used, favours the 
developmental approach, characterising adolescence by what is happening 
socially, intellectually, emotionally, physically, sexually and psychologically. 
The developmental approach recognises that adolescence can encompass 
multiple changes., for both the individual, their family and social relationships 
(Kuykendall, 1989, Powers, Hauser & Kilner 1989, Rowland 1989, Elder 
1990, List 1991, Lewis 1996). Taking a developmental approach allows 
adolescence to be thought of flexibly, and recognises that adolescent 
behaviours and beliefs are a function of interdependent factors of multiple 
changes, which will allow for individual differences, and away from the earlier 
held view of storm and stress (Powers et al 1989, Ettinger & Heiney 1993).
The models of adolescence are developed from Erikson’s theories of 
childhood development, who identified the establishment of self identity as 
the major developmental task of an adolescent. As the search for identity 
continues, socially responsible behaviour, coping with emotions, ideology and
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philosophy of life are developed, accompanied by continuing physical and 
sexual development (Delengowski & Dugan-Jordan 1986, Hart & Schneider 
1997, Whyte & Smith 1997). Erikson’s psychosexual theories of adolescence 
relate to Freud’s theory of development that adolescence co-incides with the 
genital period, and is the stage at which the individual arrives at full sexual 
potency (Whyte & Smith 1997). The developmental approach can also be 
reframed as life span psychology, where development is viewed as a life long 
process, where adolescence is not seen as an isolated period of life , but as 
an important part of a continuous life cycle (Frydenberg 1997).
My work as a child and adolescent clinical psychologist uses systems theory 
as the main theoretical framework, as I consider that it is crucial to see the 
adolescent as being part of a wider system, which incorporates both family, 
peers, and wider social elements. Goldenberg & Goldenberg (1996) state that 
a family is far more than a collection of individuals sharing a specific physical 
and psychological space. A family is a natural social system, with properties 
of its own, one that has evolved a set of rules and family roles, has an 
organised power structure, and has elaborated ways of negotiating and 
problem solving. The relationship between members of this microculture is 
multi-layered, and is based on a shared history, internalised perceptions and 
assumptions about the world, and a shared sense of purpose. The family as a 
developmental system, typically must attempt to deal with the developmental 
tasks, that require mastery at each stage.
A child or adolescent’s diagnosis of cancer, will be a profound stressor on the 
family system, and family coping and relationships will all be severely tested. 
Using a developmental approach to researching adolescents fits in with the 
family system’s model, and allows for all members of the family to be 
developing and changing as circumstances change (Rait & Lederberg 1989). 
All members of the family and the wider social system will be affected both by 
the impact of diagnosis; but also how the adolescent adjusts and faces up to 
the disease. It will be important to notice how illness affects all the members
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of the family and challenges the previous assumptions held by all members of 
this social system.
The adolescent population in hospital populations are rarely and vaguely 
defined, and can be treated on paediatric units sometimes up to the age of 
nineteen, and on adult wards from the ages of fourteen with a large amount of 
overlap. In order to understand their experiences, it is necessary to look at 
the figures involved; then at studies looking at adolescent and cancer, and 
the development of the psychology and cancer movement (psycho-oncology).
The importance of child and adolescent developmental issues.
In order to understand the importance of developmental awareness, I will 
describe the issues (in table 1), then look in detail about the adolescent 
group, and how these developmental issues are affected by illness, and how 
these developmental issues play a role, in their coping strategies with the 
cancer (Kuykendall 1989, Rowland 1989). The effect of the adolescent 
developmental stage will then be discussed, with reference to table 1, on the 
provision of cancer treatment, on the likely perceptions of the illness and the 
coping strategies likely to be used.
The effect of the adolescent developmental stage on provision of 
cancer treatment.
As illustrated in table 1, the importance of peer group and social interaction 
is paramount in this age group, for their continuing development of self and 
ego identity. To suddenly be removed from the immediacy of the peer group, 
and the peer group environment removes a safety barrier for the adolescent. 
He or she is suddenly in an alien environment, often in a mixed ward, with 
younger children. Contemplating the important issue of body image, to be in 
a position where others ( staff, parents, others on the ward) suddenly have 
access to seeing your body, can be immensely threatening, and be an 
overwhelming intrusion into the privacy of an adolescent.
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Table 1. Child and adolescent development, and age stage disruption by
illness ( Kuykendall 1989, Rowland 1989, author’s experience).
Age stage 
(approxim 
-ate age 
bands)
Developmental issues Disruption of age stage by 
illness.
Birth - 2 
years 
(infant- 
toddler)
Infant learns to differentiate 
between self and external 
world, develops capacity to 
represent objects and persons 
mentally in their absence .
Separation from family, and 
interaction with others. 
Unexpected handling from others 
( nurses, medical procedures) 
can lead to delay in emotional 
and social growth, delayed 
achievement of milestones, and 
failure to develop sense of 
separateness. Exaggeration of 
stranger anxiety, and separation 
anxiety.
3-5 years
(early
childhood)
Transition to symbolic thought, 
occurs in parallel with 
developing language. 
Egocentric thinking, unable to 
take another’s viewpoint, and 
exerts little effort to adapt 
communication to listener’s 
needs.
Parental conflict about 
caretaking, what about rest of the 
family? Severe constraints on the 
child’s developing independence, 
often resulting in anger. 
Frustration with situation leading 
to prolonged tantrums. 
Occasional loss of acquired 
motor skills, and regressive 
behaviour. Can lead to fear of 
physical harm, and exaggerated 
fear of abandonment. Disruption 
of early school and nursery 
attendance, disruption of early 
social interaction skills.
6-11
(middle
childhood)
Demonstrates ability to 
understand relationships and 
to show independence of 
thought. Child learns that steps 
in problems solving can be 
reversed or retraced. Onset of 
puberty. Development of peer 
interaction skills. Development 
of heightened body and 
physical awareness of self.
Isolation from peers, lack of 
adequate social interaction. 
Often features of hospitalised 
child, over-used to being with 
adults, interacting with hospital 
staff, but little peer and school 
interaction. Mutilation anxiety, 
extreme fears of painful 
procedures, with accompanying 
shyness and embarrassment. 
Concerns of “magical thinking”, 
illness as punishment,
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12-18 
(adolesc­
ent years)
Continued onset and 
development of puberty. 
Mastery of ability to apply 
logical rules, and reasoning to 
abstract problems. Ability to 
generate hypotheses, and to 
think about thinking and 
existential issues. Pre­
occupation with own thinking 
can lead to adolescent’s 
assumptions that everyone 
sees things in a like manner.
The importance of cognitive 
abstraction ( ability to realise 
what happens today can affect 
the future), emotional lability, 
development of ego identity, 
questioning who am I? The 
struggle for independence. The 
consideration of rebellion, the 
tool often used to find ego 
identity, to test theories, and to 
discover place and role in the 
world. The importance of body 
image, of body privacy, issues 
related to sex and sexual 
development, and puberty. 
Issues of compliance, whose 
decision is it to decide on 
issues of importance, 
discovery and testing of 
negotiation. Importance or 
recognising creativity and 
humour. Importance of 
alikeness years, the paramount 
importance of adolescents all 
doing the same, and 
separateness from parents.
Isolation from peer group, 
concerns about social isolation, 
treated with younger children. 
Increased dependence on 
parents, with increasing feelings 
of helplessness, and loss of 
control. This can lead to 
alienation, non compliance, 
anger and acting out behaviour. 
Concerns abut body privacy, and 
general issues about privacy. 
What happens to the self, 
inability to follow chosen path, as 
treatment interferes with normal 
adolescent living. Shyness and 
embarrassment about body 
exposure, effect of treatment 
upon development, physical, 
sexual, fertility and psychological 
development. Effect upon 
development and maintenance of 
relationships. Superstitious 
feelings about cause of cancer, 
fear of recurrence as punishment 
of self, or punishment by god.
The increased search for 
meaning of life 
Illness can intensify or kill 
emotional lability, important to 
consider the impact labileness 
has on others. When ill, the 
adolescent is often forced back 
into a dependant relationship 
with family, often suddenly 
having to share a room, and 
losing privacy. Who makes the 
decisions when adolescent is 
being treated, questioning about 
issues of control. Illness forces 
the adolescent out of the 
immediacy of the peer group, 
away from the collective, thus 
reinforcing differentness. What 
happens to the normal 
adolescent concentration on 
relationships, decisions about 
exams, colleges, careers, 
relationships, illness has an 
impact on all these areas.______
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What does it mean to an adolescent to be in a mixed bay, sharing with the 
opposite sex, what effect can this have on issues of privacy, embarrassment, 
perhaps be in a position of being in a very intimate environment with only a 
fabric curtain to screen off others in the ward. To be in a ward with strangers, 
can both be a threat, but also an opportunity to be with others in the same 
situation, where the importance of alikeness, in that all have cancer can be a 
way into initaiting communication, but can also serve to underline, that the 
adolescent is essentially among strangers, that he or she might not ordinarily 
chose to be with. The other important issue to consider about the importance 
of adolescent developmental issues on service provision, is the awareness of 
the staff about these issues, and how these are visible in adolescent service 
provision. If such issues are not discussed, and made available, will the 
special needs of adolescents, and the necessary issues of privacy, friends, 
schooling, career issues be provided; and will the adolescents be treated like 
any other age group. If this is the case, and staff are not aware, of these 
special issues, then confrontations, and problems may arise, because the 
adolescent is not being recognised for what they are, and what they need 
(Kuykendall 1989). There will be a need to be aware of how to start 
communicating with adolescents, how to start to understand where they are 
coming from, and to ensure staff and families learn from the adolescent what 
is important, and what is needed, without assumptions being made, that we 
will automatically know what is right for each individual, personal 
communication, and honesty, time, and negotiation will be important factors in 
providing appropriate services for adolescents.
The effect of the adolescent developmental stage on perceptions of the 
illness.
The importance of recognising that the very core of the adolescent 
development is the ability to generate hypotheses, and to contemplate 
existential issues (Rowland 1989). Adolescents need to consider what role 
they themselves play in their lives, what control they have over their lives, 
and to question what it all means. Understanding what cancer means to the
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adolescent will mean examining what they feel their role has been in the 
cause and maintenance of the cancer, and what role the cancer will then 
play in their lives, as part of evaluating these existential issues. Superstitious 
feelings about being punished for some perceived misdemeanour has been 
suggested, and that somehow the cancer was their fault (Rowland 1989, 
Kuykendall 1989), and this could usefully be explored with the adolescents. It 
is important to consider how the adolescent perceives the illness, and if this 
is related to the important issues of adolescence as described in table 1. 
Knowledge about adolescent issues, and discovery about how adolesecnts 
perceive the illness can help staff and the adolescent’s family to help the 
adolescent cope with the illness, without forgetting that they are adolescents.
The effect of the adolescent developmental stage on coping strategies 
likely to be used.
Awareness of the adolescent issues might also be instrumental in striving to 
understand how adolescents cope with illness, and how their coping 
strategies might be different from other people, because each developmental 
stage has different issues which are important, and which , therefore might be 
used as a coping strategy. What role might the importance of existential 
issues, and cognitive abstraction, and creativity play in coping strategies. The 
overwhelming need to be in control, and to understand about oneself may 
well play an important role in coping. The understanding of what contributes, 
or could contribute to help the adolescent assert and gain control, and 
recognising the importance of negotiation could help the adolescent, their 
family and staff to understand and contribute to development of coping 
strategies. The strategies need to be based on an honest appraisal of what 
the adolescent themselves is willing to try, has tried, and would like to try.
The more understanding we can learn from the adolescent’s themselves, 
recognising the importance of what it can mean to be an adolescent, and, 
how the illness has an impact on adolescent development, the more we can 
help to work with the adolescent, and discover through communication what 
is important to them.
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Epidemiology of adolescents with cancer.
There is increasing awareness of the problems facing adolescents and their 
treatment for cancer, and where they are treated needs to be considered. 
Lewis (1996) proposes adolescence as a flexible concept encompassing age 
ranges fourteen-twenty-two, but with a couple of years’ variability able to be 
added on in either direction. Epidemiological data about cancer comes from 
registry data, which tends to be produced in five year age bands, so there will 
be a need to look at age bands from ten-twenty-four years old. The 
epidemiological data which does exist about adolescents and cancer is 
displayed in table 2, and information about incidence and diagnosis in table 
2a, on the next page.
Table 2. England & Wales cancer incidence age 10-19 per 1,000,000 per 
year (Lewis 1996). _________ __________
Age Males Females Males:
Females
10-14 100.4 80.3 N/A
15-19 154.3 127.7 N/A
10-19 127.4 104.0 1.1
The majority of children who are treated in the United Kingdom are treated in 
United Kingdom Childhood Cancer Study Group Centres (UKCCSG), and 
entered into national trials (to evaluate different treatment protocols), and it is 
documented that most patients do better when treated at specialised centres.
Table 2a. Cancer in Adolescents: relative incidence at different age 
groups (Lewis 1996).___________________________ ____________
Age( years) 10-14 (%) 15-20(%) 20-25(%)
Leukaemia 25 10 10
Lymphoma 18 25 25
Brain/Spine 25 10 12
Bone 13 15 5
Soft tissue 
sarcoma
6 6 5
Gonadal/germ
cell
3 10 10
Epithelial 5 18 23
Others 5 6 10
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Unfortunately, whilst 84% of nought -nine year olds were registered in 
UKCCSG centres, only 73% of ten-twelve year olds are, and 57% of thirteen 
and fourteen year olds. For adolescents over age fifteen, only a small 
minority are treated at these centres and there is a paucity of nation-wide 
information about where they are treated, and what treatment they are 
receiving, Lewis (1996). Overall it is said that for children up to age fifteen, 
the prognosis for children treated for cancer has improved to about 60% (this 
means that 60% of the children are alive five years after diagnosis), but it is 
unclear how that prognosis rate is affected once children progress into 
adolescence (Foot 1995).
Lewis (1996) states that there needs to be agreement that centralisation of 
care leads to better survival, and that ideally units should be set up in sites 
where both child and adult units practice, but warns that there is a danger 
that professional rivalries may interfere with development of such units. 
Proposals are for more adolescent units to be set up in this country looking 
into the special needs of adolescents, including practical, medical, 
psychological, occupational and social needs, with good access to multi­
disciplinary teams (Lewis 1996, Leonard, Coleman, & Lewis 1995, Potter, 
1986, Cohen 1986a, Caiman & Hine 1995, Audit Commission, 1993, Teenage 
Cancer Trust 1997). The questions of treatment, and setting of treatment for 
adolescents are under researched. This is of significance in that cancer is 
more common in adolescents, than in childhood where many studies are 
underway, Boyle & Maisonneuve (1996).
As more patients are surviving, the long term effects of the treatment are now 
becoming more significant to the patients. It is now necessary to consider 
how the patients are affected by the cancer, and the treatment, and the 
discipline of psycho-oncology was introduced. Psycho-oncology, considers 
the psychological impact of cancer on the patient and his or her family, and 
the role that psychological and behavioural variables may have in cancer risk 
and survival. Before looking at in more detail why qualitative methodology is
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so important to this population, it is necessary to reflect on how the ethos of 
cancer, talking about it, about the development of psychological and 
psychiatric services within the medical and cancer world have developed 
(Holland 1989). In the 1900’s there was a purely medical approach to disease 
and illness, and there was a very high mortality rate from cancer. The survival 
rate gradually improved with the use of chemotherapy and radiotherapy. Over 
the last twenty years, as patients have become more aware of their rights, 
quality of life issues, consent and issues of good symptom control are now of 
consequence. The practice of psycho-oncology and psychiatric and 
psychological liaison within hospitals for cancer patients is becoming the 
norm.
Psychological research within a medical context, is always a combination of 
what is wanted, what is allowed by the institution and ethics committees, and 
then linked back to psychological theory and existing research. Working in a 
hospital environment, and a multi disciplinary team, needs liaison between 
disciplines, good working relationships and a knowledge about the cancer 
diagnoses, treatments and prognoses. The development of the discipline of 
psycho-oncology, and working within the hospital environment requires 
reflection about the role of psychological research, how it will affect the 
patients, staff, and relationships between them (Celia, Jacobsen & Lesko 
1989). Asking potentially difficult, or controversial questions to patients are 
often seen as gratuitously intrusive, and each study needs to pass both 
research and ethics committees.
Review of research involving adolescents with cancer.
Adolescent research has focused on a wide range of issues including : 
survivorship, psychological and psychiatric functioning, identity and social 
aspects, illness and treatment focused research. Decision making and 
information needs have also been considered.
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The research has been mainly empirical quantitative studies, and are 
discussed below. What is missing, is the actual voice of the adolescent with 
cancer, what it has meant to them, and what else now needs to be done, 
particularly when on treatment; rather than focusing on what it is like after 
treatment has stopped. The main focus of research has shifted from studies 
about dying, to living with a life threatening condition (Last & Van Veldheuzen 
1987, Varni & Katz 1987, Eiser 1994). The published research has offered 
some valuable insights into adolescents and cancer, and will be reviewed, 
and discussed in relation to this research looking at the more qualitative 
experience of being diagnosed with and treated for cancer from an 
adolescent’s perspective.
Survivorship.
Issues of survivorship after cancer are crucial, as they show that problems 
can continue, and new ones arrive after treatment has stopped, for both the 
adolescent and their families (Koocher & O’ Malley 1981, Konsler & Jones 
1993). The importance of longer term survival and improved prognosis for 
survival has meant that psychological research has started to look more at 
issues of chronic illness and survival (Blum 1992, Eiser & Havermans 1994, 
Van Dongem-Melmen & Sanders-Woudstra 1986). There are varying reports 
of long term psychopatholgy, overall it is suggested that the majority of 
survivors are functioning within normal limits, but those who have more 
severe long term effects after treatment tend to have a lower self concept, 
more depressive symptoms, and a more external locus of control, than those 
who have only moderate or no late effects (Pfefferbaum, 1989, Greenberg, 
Kazak & Meadows 1989, Eiser 1990). In addition to those who have severe 
late effects, those with learning difficulties are also perceived to be vulnerable 
to long term adjustment (Kazak, Christakis, Alderfer & Coiro 1994 ). Several 
studies used quantitative methods, using standardised questionnaires and 
scales (Madan-Swain, Brown, Sexson, Baldwin, Pais & Ragab 1994, Kazak, 
Christakis, Alderfer & Coiro 1994). The adolescent’s self esteem, self 
perception and family functioning were assessed; the adolescents were
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reported as eager to present themselves favourably, and overall survivors 
were reported to have near normative levels of adjustment. The prediction of 
adequate psychosocial adjustment among pediatric cancer survivors is 
complex, and a number of interesting influences upon adjustment were 
suggested (Koocher, O’ Malley, Grogan & Foster 1980), including elements 
of time, both age of onset and time elapsed since diagnosis. They suggested 
that children and adolescents have decreasing problems in time, with anxiety 
and depression, intellectual functioning, social maturity and self esteem.
Survivorship is not only experienced as negative; several studies reported on 
both positive and negative impact over the long term (Gray, Doan, Shermer, 
Fitzgerald, Berry, Jenkin & Doherty 1992, Chesler, Weigers & Lawther 1992). 
Positive aspects included being able to grow and develop personally from 
their experience (Chesler et al 1992, Eiser & Havermans 1994), negative 
aspects often were concentrated on poor social relationships (Gray et al 
1992, Sammallahti, Lehto-Salo, Maenpaa, Elomaa & Aalberg 1995) and 
increased health concerns (Zeltzer 1993).
In order to understand some of the more long term problems which can arise 
after treatments; it is necessary to take a step back, and really understand 
what it was like at the time of treatment, in order to learn about what might 
help preventatively, and what could have been done differently.
Psychological and psychiatric functioning.
The published studies on psychological and psychiatric functioning will be 
reviewed to further the understanding of the impact of cancer, on the 
adolescent.
General psychological and psychiatric morbidity in adolescents with cancer. 
Studies looking at anxiety and depression using standardised questionnaires 
continue to suggest that adolescents with cancer are no more depressed than 
in the general community (Greenberg et al 1989, Allen Newman & Souhami
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1997, Phipps & Srivastava 1997); and the opposite that adolescents are more 
at risk than the general community (Koocher, O’ Malley, Grogan & Foster 
1980, Suris, Parera & Puig 1996). Maguire (1996) suggests that if 
adolescents are to come to terms with their cancer, specific hurdles have to 
be overcome. They have to manage general issues to do with personal 
development, uncertainty, contribution to survival, search for meaning, 
stigma, openness, isolation, and support. The suggestions from the majority 
of these small scale studies is that larger multi-centre and longitudinal 
research needs to be done, to ascertain overall patterns, and to be able to 
identity the at-risk factors. One study by Kunin, Patenaude & Grier (1995) 
using a retrospective design found that there is a potential suicide risk for 
adolescents, and that the cumulative effect of chronic stress deserves further 
investigation. When considering risk factors for psychological distress in 
adolescents with cancer, Zeltzer & Lebaron (1985) investigated whether 
ethnicity was a risk factor, and they found using quantitative measures that 
ethnicity, per se, does not appear to have a major influence on the 
experience. Zeltzer & Lebaron did, however, issue a warning that 
membership in a minority group may play important roles in acceptance of 
behavioural intervention and this area merits further investigation.
Importance of developmental awareness.
Ritchie’s 1992 review paper examined the psychosocial functioning of 
adolescents with cancer, using a developmental profile, and suggested that 
chronic illness, or cancer can have a major disruption in developmental task 
acquisition. The conclusions were that denial appeared to be the most often 
used mechanism, and there is a need to recognise the importance of group 
identity. Ritchie also advocates the need for more qualitative research, to 
allow researchers to have a wider perspective of how adolescents experience 
cancer.
Ritchie produced a useful model showing variables that affect the growth and 
developmental processes of adolescents who are chronically ill. (Diagram 1).
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Ritchie recognised the significance of acknowledging the differential roles of 
the wider social system, including the family, society, and the characteristics 
of the illness.
The importance of developmental aspects and failure to master them at 
appropriate times was suggested (Daum & Collins 1992), to interfere with 
adaptation to cancer, and they suggested that unresolved or pathologically 
resolved tasks can be re-enacted during the stages of malignancy, and they 
illustrated this using three case studies.
Diagram 1. Model illustrating variables that affect the growth and 
developmental processes of adolescents who are chronically ill, Ritchie 
(1992).
Family
educational level of mother and father
socio-economic status
siblings
relationship/support/fears of family
1
Coping/adaptation Growth and Development Society
rationalisation self esteem ego development school
denial 4------ ► autonomy locus of control 4----------------- > peers
depression body image identity health­
courage abstract physical dev- care
lopefulness elopement setting
Characteristics of / \ Characteristics of
adolescent / \ illness
introverted/extroverted physical effects
type of learner length/duration of illness
cognitive abilities remission
age and temperament frequency of hospitalisations
The affect that illness-related life disruption have on developmental tasks, 
especially concerned with altered interpersonal relations, dependence- 
independence issues, body-sexual image and existential issues is repeated 
by many papers (Rowland 1989, Miller 1996, Kuykendall 1989, Ritchie 1992).
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The important role that the family plays in adjusting to, and understanding the 
needs of adolescent cancer patients has been widely discussed (Rait & 
Lederberg 1989, Varni, Katz, Colegrove & Dolgin 1995 & 1996).
The use of family systems theory has been proposed to understand 
adaptations of adolescent and their family to being diagnosed and treated for 
cancer (Rait & Lederberg 1989 , Peace, O’Keefe Faulkner & Clark 1992, 
Fobair & Zabora 1995, Varni, Katz, Colegrove & Dolgin 1996).
There is strong evidence from these papers that the diagnosis of cancer can 
have a detrimental affect on developmental tasks, thus fitting in well with the 
adolescent and family systems developmental models. To further look into 
the importance of psychological and psychiatric functioning, open-ended 
experiential interviewing could provide detailed insight into why these 
problems occur, and what adolescents have been doing to combat them.
Identity and social aspects.
Studies investigating the primacy of identity and social relationships involving 
adolescents with cancer will be discussed.
Friendship patterns.
The issues of friends and peers relationships can be crucial for all 
adolescents. Having some problems in maintaining and forming relationships 
is a common theme throughout the researched literature (Chesler et al 1992, 
Gray et al 1992, Noll, Bukowski, Davies, Koontz & Kulkarni 1993 Sammallahti 
et al 1995). Studies of friendship characteristics and conflict behaviours have 
been studied in cancer and general populations (Windle 1994, Bennett & 
Westera 1994, Laurson & Collins 1994) where the importance of reciprocity 
of relations, and self disclosure are discussed. This is of serious concern, as 
forming new and deeper and sexual relationships is one of the core 
developmental tasks for adolescents. To have problems in this area suggests
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that the illness experience and it’s impact is affecting their ability to a 
detrimental degree. More in-depth understanding of the importance and 
quality of relationships is needed.
Sexuality.
Studies on sexuality in adolescents with cancer are surprisingly few in 
number, as developing sexually is one of the core components of 
adolescence and puberty. Medical treatment can have devastating impact on 
sexual development, and body image, and subsequently on sexual 
relationships. Chambas (1991) studied the sexual concerns of adolescents 
with cancer, using a questionnaire and concluded that adolescents with 
cancer did have numerous sexually related concerns, which were not 
reported by a healthy control group. Chambas suggested that in-depth 
narrative interviews could give better insight into the sexual concerns of 
adolescents. Madan-Swain et al (1994) study also discovered difficulties in 
sexual adjustment in adolescents’ psychosocial and familial adjustment 
measures.
Sense of self and quality of life.
An excellent review paper concerning how sense of self is affected by cancer, 
reviews current theories how children define and understand the self 
(Woodgate & McClement 1997). They illustrate how the self is a social 
product, the child or adolescent is shown to be a physical, social, spiritual 
and moral being; the research suggests an urgent need for more qualitative 
research. The sense of self was also highlighted in a large study sponsored 
by the American Candlelighters Childhood Cancer Foundation, which showed 
many survivors continue to carry with them a sense of being different 
(Chesler et al 1992). Self image of forty-eight adolescents with cancer were 
compared to a control group, using indices of adjustment, and the results 
suggested adolescents with cancer were relatively well adjusted, but that 
there were differences in perceived levels of support, suggesting that 
stresses related to external demands were the most difficult for adolescents
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with cancer to handle (Stern, Norman, & Zevon 1993). A research study into 
self concept of sixty-two children and adolescents who had been treated for 
cancer and a control group of one hundred and twenty children and 
adolescents, using self-concept scales were compared (Anholt, Fritz &
Keener 1993). It was found that global self concept was found to be similar in 
the two groups, but overall cancer survivors reported more positive feelings 
about self concept than control group; the most vulnerable group were those 
who had unresolved treatment sequelae such as sensory impairment, or 
amputated limbs (Anholt, Fritz & Keener 1993). Quantitative measures using 
locus of control, and self image questionnaires, and a perception of illness 
scale were used to assess psychological impact of cancer on thirty-one 
adolescent cancer patients and two hundred and thirty-three healthy controls. 
No significant differences were found between the two groups on self image, 
but adolescents with cancer had significantly lower internal orientation and 
higher external locus of control (Jamison, Lewis & Burish 1986). Alterations in 
self perception among fifty-eight adolescent cancer survivors were explored, 
the initial findings suggest that cancer universally alters the way adolescent 
survivors view themselves, and the alteration can be both positive and 
negative depending on the meaning ascribed to it (Smith, Ostroff, Tan & 
Lesko 1991). This was an intriguing study using information rich qualitative 
methodology, but concentrated on survivors only (Smith et al 1991).
The sense of self is obviously an important issue and the overall message is 
that the survivors continue to feel different. The Smith et al study (1991) 
which used a more qualitative approach, was able to illustrate clearly the 
impact of the experience, and their results were confirmed by the more 
quantitative studies.
Death and spirituality.
Research into issues involving death and adolescents has crossed into 
qualitative methodology. It is often stressed that it is important to recognise 
that adolescents are treated in different ways, to either children or adults, in
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society (Kastenbaum 1986). Kastenbaum’s paper highlights an important 
point that the life and death questions we raise in adolescence, create a 
sense of vulnerability that we spend most of our adult years trying to forget. 
The need not to assume that dying carries with it stereotyped behaviour is 
asserted by (Adams 1990, Smith, O’Rourke, Parker, Ford, Guggenheim & 
Livingston 1988). Smith’s 1988 paper highlights a single case study where 
panic and nausea were presented instead of grief, and the paper considers 
how one sick role (panic and nausea) may provide important defences, by 
distracting from other unsaid emotions (grief). Adams & Deveau (1984), make 
a sensitive point in their book that a dying adolescent is facing the loss of 
their independence, body integrity, sexual prowess, family and friends, and 
that a large variety of responses can be expected, as the vigour of 
adolescence is replaced by anxiety, fear, pain and decline in physical 
prowess. Bluebond-Langer (1978) wrote up an extraordinary field study 
aimed at discovering how terminally ill children know they are dying, it was 
rich in description and illustrated that children passed through different 
definitions of themselves, in relation to how ill they were. Bluebond-Langer’s 
qualitative study was able to describe in detail, with vivid examples how the 
children perceived their social world. The qualitative methodology, allowed 
direct quotations from the children which clearly illustrated and supported her 
conclusions. Gullickson (1993) also carried out a qualitative study, albeit with 
adults looking at the lived experience of people with chronic illness, using 
qualitative analysis and was again rich in description and provided important 
insight into respecting the views of people living with chronic illness.
A review paper, looking at spiritual care for children with cancer summarised 
that children diagnosed with cancer have unique spiritual needs; and that 
spiritual care includes interventions that assist children and adolescents in 
finding meaning and purpose in life (Hart & Schneider 1997). Religiosity and 
locus of control scales were used to assess religious beliefs and it was found 
that adolescent cancer patients endorsed religiosity at a level comparable to 
other college students (Tebbi. Mallon, Richards & Bigler 1987). They did not 
find that locus of control scores were different for older and younger patients,
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thus suggesting that the illness experience may have accelerated the 
development of internality more usually associated with the older adolescents 
(Tebbi et al 1987). These qualitative research papers allowed more detailed 
insight into the worlds of cancer patients, and the use of quotes and 
descriptions made the research real, this inspired me to continue using 
qualitative research exploring adolescents views and perceptions whilst on 
treatment.
This section concentrating on issues of identity, death, spirituality and self, 
clearly shows the use and quality of material produced by using qualitative 
methodology in populations where the intensity of experience is unique. 
Bluebond-Langer (1978), and Woodgate & McClement (1997) illustrate the 
sensitive use of such methodology and the insights that can be produced.
Treatment and illness research
Research concentrating directly on aspects of treatment, where the 
adolescents were treated, and what the illness has meant to adolescents will 
be discussed.
Non-compliance with treatment regimens.
This is a popular area in among adolescent research, as this is always 
thought of as a potentially unique adolescent problem. Two case studies 
were presented (Cohen 1986b), and it was reflected that clinicians must 
recognise the factors that influence adolescent decision making and 
understand the relative importance to the individual. A series of three case 
studies was also presented (Traugott & Alpers 1997) which raised the 
considerable issue of ethical dilemmas, who it is that actually makes the 
decisions, and in whose interest is the decision being made. The difficult 
ethical and interpersonal relationships are highlighted in both of these 
thoughtful papers, and it is suggested that this continues to be a potential
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problem, and more research is needed (Olson, Kaufman, Ware & Chaney 
1986, Traugott & Alpers 1997), to understand the sensitive implications.
Links with aduit wards.
The issue of where adolescents could and should be treated was highlighted 
in a sensitive paper, which suggested that healthcare professionals can get 
so caught up in what they want their patient to accomplish, that they lose 
sight of what patients really need, which was illustrated by a single case 
study (Kerfoot 1993). It was noted that there is an acknowledged deficit in the 
area of knowledge, of normal adolescent behaviours in adult units. An 
important point is made that staff working in children’s wards generally have 
chosen to work with children, and those working on adult wards, have 
generally chosen to work with adults (Delengowski & Dugan-Jordan 1986). 
The question remained to be answered, who it is that wants to work with 
adolescents, who are between both worlds, and perhaps no-one has elected 
to work with them. Continuity of care and information is very important to help 
minimise transition problems, and continued liaison with the paediatric team 
essential for a smooth hand over of care (Edwards & Davis 1997).
There comes a time when the adolescent is seen to have grown out of the 
paediatric sphere, and still requires long term follow up. The adolescent will 
need to be transferred to adult care. Several papers have looked at this 
issue, and suggested that adolescents and young people prefer age grouping 
(Carr-Gregg 1989, Miller 1996, Barrett 1996). It is imperative to consider the 
needs and difficulties which may be encountered when moving from one 
healthcare system, with all the support and familiarity to another (Rosen 
1993, Miller 1996).
Concepts of illness.
The issue of how adolescents construe their illness and how they perceive 
themselves, have been examined in a comparative study between paediatric 
oncology patients, obese patients and healthy controls (Susman, Dorn &
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Fletcher 1987). It was concluded that communication should be tailored to the 
developmental level of the child, whilst acknowledging it can be difficult to 
assess the stage of cognitive development (Susman et al 1987). An excellent 
exploratory study, designed to gain insight into how young people experience 
growing up with cystic fibrosis, another illness which has long term physical 
and psychological sequalae, used qualitative grounded theory (Admi 1996). 
An ordinary lifestyle model was devised, which was a dynamic balance 
between their own perceptions of the disease, and other people’s 
perceptions. Their psychosocial lives continued, despite the illness, and 
illness perception was linked to cognitive maturation (Admi 1996). The 
relationship between cognitive development and children’s understanding of 
cause of illness was also examined (Brewster 1982), which again indicated 
that children’s understanding of illness is primarily determined by cognitive 
maturation and development. There was an acknowledgement by Smith 
(1996), that there appears to be little work by psychologists, exploring 
detailed qualitative analysis into how individuals attempt to make sense of 
their illness. He suggested that qualitative research could increase 
understanding into the meaning of illness. Taylor (1983) & Taylor, Lichtman,
& Wood 1984) did carry out qualitative work with adult patients and found 
three major themes; a search for meaning, an attempt to gain mastery and an 
attempt to gain self esteem. This was an influential study showing how 
psychologists can gain a clear understanding about how patients 
conceptualise their illness, and further strengthens the promotion of 
psychologists carrying out useful qualitative research.
Meaning of cancer.
Constructing meaning from the experience of having cancer has begun to be 
studied. The meanings created through the illness trajectory, have been 
studied (Coward 1997). This suggests that as patients progress through 
illness new goals are created, and progression through cancer treatment are 
pivotal life events. Studies looking at experiences after completion of cancer 
therapy include Haase & Rostad (1994), using qualitative analysis, where it
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was described that when children complete cancer treatments, numerous 
changes are experienced. They suggest that children need to be prepared for 
both the positive and negative aspects of finishing treatment. Six main 
themes were discussed: gradual realisation of normal life, hierarchical and 
cyclical recurrence fears, completion embedded in the cancer experience, 
resolution and moving on. The study was rich in experience and it was made 
clear, that the results must be judged by the insights they potentially offer the 
reader. Weekes & Kagan (1994) also investigated adolescents completing 
cancer therapy, and concluded that adolescents employ different coping 
strategies before and after completion of treatments. These two studies follow 
qualitative methodology, and present clear individualistic pictures for children 
and adolescents completing cancer therapy. My research is concentrated on 
a small age band of adolescents, treated both on paediatric and adult wards.
It aims to understand what the experience was like for them as adolescents, 
and what impact the setting has for this difficult-to-place, age group; as little 
research has been done investigating the perceived differences between 
being treated on paediatric and aduit wards.
Decision making, consent and truth telling.
Talking with children and adolescents who have cancer, and what information 
should and should not be told, is beginning to be recognised as an important 
ethical issue (British Psychological Society 1993, McCabe 1996, Fallowfield 
1997, Diez, Lascar & Alizade 1997, Surbone 1997, Trill & Kovalcik 1997). 
Truth telling to patients change with different cultures, both on a small family 
scale and on a community or religion scale. Truth telling involves thinking 
about transmitted values, beliefs, attitudes and habits. These determine both 
the experience of individuals; and the interpretation the individuals give to 
these experiences; particularly when dealing with children and adolescents, 
as communication is involved with three parties: the child/adolescent, the 
parents and medical staff (Trill & Kovalcik 1997, Clafin & Barbarin 1991). The 
importance of recognising developmental factors when talking through 
difficult issues is recognised again (Clafin & Barbarin 1991).
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Decision making and information needs.
A study looked at information needs and decision making processes of fifty 
children with cancer and their parents (Ellis & Leventhal 1993). In contrast to 
many other studies, their results concluded that while the majority of children 
and adolescents (75%) wanted to be told the chance of cure, only 38% of 
their parents wanted the children and adolescents to be told. With the 
exception of terminally ill teenagers, children did not want to make decisions 
about their treatment. This study clearly showed developmental differences, 
and questions the assumptions being made towards increased decision 
making responsibility in children. Supporting the importance of respecting the 
adolescent’s right to self determination (Leikin 1993), guidelines have been 
drawn up in the Unites States of America setting out guidelines for involving 
adolescents in medical decision making (McCabe, Rushton, Glover, Murray & 
Leikin 1996). The situation is currently not as clear in the United Kingdom, as 
debates continue about the competence of children and adolescents to 
consent to treatment (Alderson 1993).
A descriptive study examining decision making and risk behaviours of cancer 
surviving adolescents, compared to peers was carried out, and described 
poor decision making in both groups, with no significant differences (Hollen & 
Hobbie 1996). A questionnaire was given to fifty-one young people with 
cancer to identify their information, support and decision making. The results 
showed that the young people wished to be informed about bad news (similar 
to Ellis and Leventhal results) but also wanted to be involved in decision 
making. Hollen & Hobbie’s study also listed the qualities of health personnel 
that facilitated communication, including ability to listen, genuine concern and 
professional expertise; whereas impersonal manner, use of technical jargon , 
haste and obvious generation gap hindered communication.
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Informed consent
The right for children to have adequate information, then to make decisions 
and give informed consent is a difficult developmental, ethical and legal 
concept. Clinical psychologists have been playing an increasing role in 
recognising the potential problems and liaising with appropriate parties 
(McCabe 1996). The legal implications for giving consent can affect the 
adolescent and their family, and it has been suggested that emotional factors, 
and medical or illness experience are related to the understanding of 
research participation rather than just chronological age (Levine, Anderson, 
Ferretti & Steinberg 1993, Alderson 1993, Dorn, Susman & Fletcher 1995, 
Alderson 1996). This underlines the importance of looking not only at 
developmental issues of adolescents, but also what the adolescents have 
been exposed to, how the interaction between the two will affect competency 
to make decision and give consent or to assent to a procedure (Alderson 
1993, Alderson & Montgomery 1996).
At present there is a confused and unsatisfactory position regarding 
children’s and adolescents rights, and the adolescents ethical right to share 
in health decision making cannot be ignored (Dunsmore & Quine 1995, 
Rylance 1996). The Gillick 1985 ruling allowed children under the age of 16 
to consent to treatment, provided they were assessed as competent by their 
doctor; unfortunately this was later undermined by Lord Donaldson ruling that 
parents could overrule a competent child who refused treatment (Alderson & 
Montgomery 1996). The legal situation appears to be that an adolescent 
under the age of sixteen can give consent to receive treatment, and to refuse 
it; but that the adolescents decision to refuse treatment may be overruled. 
This section clearly shows inconsistencies in adolescent’s approaches to 
decision making, which might lead to the conclusions that decision making 
can be seen as a function of individual differences, illness experience, 
individual and family culture and developmental level. It is however still 
unclear how decisions are made, who makes them, and on what criteria
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decisions are made, and more in-depth work in this area could lead to better 
guidelines for staff involved with adolescents.
Research methodology of papers reviewed.
The majority of the papers reviewed rely heavily on standardised measures of 
psychological symptomatology. Whilst many have good reliability ratings, the 
use of such tools with children and adolescents with cancer is, however, 
cautioned. There can be a lack of sensitivity to particular problems with 
patients who have cancer, which often give misleading , non-significant and 
often contradictory results. Many of the samples were very small, the majority 
of papers do recognise this limitation and propose more research with larger 
samples and further research of a more longitudinal nature.
Measuring quality of life in children and adolescents with cancer is a 
burgeoning research interest, as more clinical trials are now being set up, to 
try out new treatment regimens, and inclusion of quality of life measure is 
often requested. Unfortunately there continues to be debate about reliability 
and validity of such instruments (Eiser 1995, Eiser & Jenney 1996). There are 
requirements, now being suggested that they be (Eiser 1995):
• brief and comprehensive
• reliable and valid
• able to account for developmental changes
• amenable to proxy ratings
Other papers have cautioned against the use of screening tools such as the 
child behaviour checklist and child depression inventory (Canning & Kelleher 
1994, Perrin, Stein & Drotar 1991). This is because of the reliance of these 
tools on physical symptoms, which would give a bias towards mental health 
symptomatology These tools also have limited sensitivity to mild adjustment 
problems, which are most often encountered in paediatric oncology 
populations. Canning & Kelleher (1994), also cautioned against using these
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tools because of low sensitivity, among children and adolescents with chronic 
medical conditions.
Eiser, Havermans, Craft & Kernahan (1995) have developed a tool to assess 
the perceived illness experience after treatment for cancer, and developed it 
after conducting qualitative research with children and adolescents. They 
identified appropriate and important themes, and the tool, therefore, is based 
on the children’s and adolescents issues of concern. The tool has been 
shown to have both face and construct validity and reliability. Qualitative 
research was also carried out by Overbaugh & Swain (1992) into future life 
expectations and self esteem of survivors of childhood cancer. Their results 
indicated that the adolescents felt moderately competent in their lives, and 
showed a clear need to routinely attend to psychological needs in the same 
way that medical needs are addressed.
Qualitative methodology.
Qualitative methodology and clinical psychology.
Qualitative methodology has its roots in disciplines which take philosophy 
and sociology as their starting point, where the meaning of experiences of 
patients and their families are studied. This theoretical slant is very important 
when studying health and illness, where the aim is to increase 
understanding. Unfortunately many psychologists have little exposure to 
qualitative methodology. In the setting where I work, there is a strong history 
of using qualitative methodology, which allowed the sponsorship of the 
research from the research and ethics committees, and where expertise in 
qualitative research from colleagues was available.
Child psychology was proposed as an ideal medium, in which to use 
qualitative methodology, because it focuses on meaning of events, and also 
holds the promise in exploring the perspectives of the often overlooked 
consumers of paediatric care, the children themselves. Qualitative research
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can help researchers better understand how patients and families 
perceptions of health and illness influence their interactions with the health 
system. It is important to make the field of clinical psychology come alive, by 
the richness of the descriptions, Fiese & Bickham (1998). Qualitative 
research is often regarded with a certain degree of suspicion, so it is crucial 
to address issues of validity, reliability and rigour to enable readers to judge 
if qualitative research is worthwhile and valid (Heyink & Tymstra 1993,
Stones 1985). Krahn, Hohn & Kime (1995) also advocate incorporating 
qualitative approaches into clinical child psychology research, and 
acknowledged the apparent reluctance of clinical psychology to incorporate 
qualitative research methods into its research design. They suggest that 
interviews are largely familiar to clinical child psychologists, and that 
qualitative methodology requires a great deal of self reflection, and that the 
essence of meaning is derived not only from the most frequently voiced 
perspective, but also from the divergence and outliers. This takes into 
account the problem of negative outcomes, and missing data, which are often 
themselves missed out from research reports, and uses that information, to 
uncover more depth of meaning.
The three main types of qualitative methodology will be briefly described 
(Krahn, Hohn & Kime 1995.), and phenomenology, which I am using, will be 
described in more detail in the research methods section.
• Ethnography has its roots in anthropology and sociology, traditionally used 
in the study of cultures and ethnic groups. The researchers seek to 
become knowledgeable about cultural systems, based on extensive field 
work and participant observation, data include notes, tape recordings, 
written documents or photographs.
• Phenomenology : based in philosophy, studies the lived experience, and 
meaning of phenomena through understanding of the structure and 
essence of the subjective experience for the individual. Central to 
phenomenology is the examination of how individuals perceive and make
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sense of an experience, and how the individuals interpretations of the 
experience are grouped and analysed to from the essence from that 
experience.
• Grounded theory is based on the philosophical foundation of symbolic 
interaction and stems form the sociological work of Glaser and Strauss 
(Strauss & Corbin 1990). Within this approach theory is developed from 
the data, and it is maintained that the adequacy of the theory can not be 
separated from the process by which it is generated.
Krahn et al (1995) explained the roots of qualitative methodology and 
psychology and showed that it is not new to psychology. In psychology’s early 
history it used qualitative methods like introspectionism as a form of 
phenomenology to develop understanding about psychological and social 
processes. With the advent of logical positivism as a paradigm for regarding 
social and natural phenomena, qualitative methodologies were moved aside 
for more quantifiable, quantitative methodology, which generally held true 
that scientific knowledge or facts were grounded in direct observation. Krahn 
et al concluded that qualitative work, although costly in person hours, can be 
very useful, particularly in intensely felt personal experiences that are very 
personal and individual, and cannot therefore be easily measured. The use of 
qualitative methods to strengthen psychosocial research in cancer, was also 
proposed by Waxler-Morrison, Doll & Hislop (1995) stressing the importance 
of issues of validity, discovery, and rich, valuable personal experiences.
Qualitative research was also proposed as a viable psychological alternative 
by Stones (1985), who argued that the traditional quantitative research 
orientation can no longer be considered the panacea that it was once 
believed to be. Stones proposed that psychology should aim more at being a 
descriptive science; where the role of the researcher is as important as the 
participant in research; how the two interact is an important part of the
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research process, bringing a need for researcher and participant reflexivity, 
as exemplified by qualitative research.
Qualitative research and memory
It is important to recognise that using qualitative methodology, and 
interviewing participants, one is asking the participant to rely on their 
memory, and that memories can be faulty. Emotional factors can influence 
how much one remembers; and that the very process of remembering can 
involve reliving of an experience (Brewer 1996, Christianson & Safer 1996). 
Autobiographical memories can be patchy, and negative or unpleasant 
emotions are often retained poorly (Conway, 1996, Christianson & Safer 
1996).
Why qualitative research was chosen.
The research showed a strong quantitative bias in the majority of papers, 
which have highlighted importance of psychological functioning, taking into 
account developmental stage, coping, adjustment, non compliance, 
importance of transition to adult care.
There were good recommendations of the need for more qualitative research, 
to understand the meaning of what it is like to have cancer, and to address 
some of the more complex areas such as identity, impact of illness, self 
concept, decision making, sexuality, spirituality and existentialism. There is 
also a clear lack of information about the importance of where adolescents 
are treated, and what it has meant to them, which could be explored using 
descriptive exploratory qualitative methodology. Working with cancer patients 
in a hospital setting affords the opportunity to carry out research with a select 
group of patients all being treated for cancer, in both paediatric and adult 
settings.
Many of the papers have relied on studies looking at adolescents who have 
finished treatment, and are now facing a different set of issues, problems and 
directions in their lives. Being out of the immediate treatment situation, they
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will not be able to focus as clearly on the different sets of issues faced at that 
time, as memories and attitudes are different, once one is out of the 
immediacy of an emotional situation. Undertaking research with adolescents 
will allow an insight in to what it is like to be diagnosed with cancer and be on 
treatment, and also to be able to focus on what is important about where they 
are treated, while they are still on treatment.
My working experience with adolescents who have cancer, has led me to 
believe that at present they do not seem to fit in clearly in a paediatric unit, or 
in a strictly adult unit, and seem to have the worst of both worlds. I see an 
increasing number of adolescents with self identity, self esteem and 
relationship problems that exist after the end of treatment, which seem to 
have long term effects on ability to continue to develop, particularly when 
compared to their peers. I am greatly encouraged by the wide range of 
creative and alternative strategies they use to face the world and cope with 
their cancer. I feel there is a great deal that can be done to improve the 
adolescents’ current existence with cancer, and propose not only to use this 
research to look into starting initiating adolescent policy, but feel there is a 
clear need for a whole hospital approach, including teaching packages and 
practical solutions to address adolescents’ needs.
I am therefore using qualitative methodology, to determine what it is really 
like to be an adolescent and be diagnosed and treated for cancer; to hear 
their words, their descriptions, and to determine the impact of the setting in 
which they are treated, and what their needs are. Qualitative methodology 
allows the participants in research ( co-researchers) to speak in their 
language, without pre-conceived categories, about their experiences whilst 
still on treatment. I will interview adolescents who are being treated on both 
paediatric and adult wards, an area which has not been adequately explored 
in the literature available for this age group.
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RESEARCH METHOD
The research section will consider why qualitative methods were chosen over 
the more widely used quantitative methodology; why phenomenology was 
chosen, and how this links in with the research questions. The research 
design will be outlined with sections on site, sample, data collection, data 
analysis, and the relationship I have with the sample. Using qualitative 
methodology requires the researcher to reflect her impact and involvement in 
the research process, and to question issues of validity, reliability, rigour, 
ethical issues and reflexivity which will be addressed in the next section 
(validity & Reflexivity).
Qualitative and quantitative research.
Quantitative research is based on the positivist paradigm (Denzin & Lincoln 
1994 & 1998) which is used to describe, and examine relationships and 
determine causality and measure relationships between variables. Often 
groups of subjects are compared and contrasted. It incorporates logistic, 
deductive, and at times inductive reasoning, using instruments or tools that 
will generate numerical data.
Qualitative research is conducted to generate knowledge concerned with 
meaning and discovery, inductive reasoning is used, and the findings from a 
qualitative study are unique to that study. The only valid sample are those 
who have experienced the phenomena under study, and purposive sampling 
is often used (Pope & Mays 1995). The researcher is seen as central in the 
process and interpretation of research (Parker 1994). A diagrammatic 
representation of the extremes of quantitative and qualitative research is 
described by Pope & Mays (1995), illustrated in table 3.
It is not that qualitative research is judged to be superior than quantitative 
methods, but that a range of methods to research phenomena is necessary; 
to understand personal and unique experiences; for example, what having 
and being treated for cancer really means. An explorative, qualitative study is
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more appropriate to explore the lived experiences of adolescents being 
diagnosed with and treated for cancer.
Table 3. Dichotomy between quantitative and qualitative social science.
(Pope & Mays 1995).
Qualitative. Quantitative.
Social theory action structure
Methods observation, interview experiment, survey
Question what is x how many x
Reasoning inductive deductive
Sampling method theoretical statistical
Strength validity reliability.
Qualitative research
It differs from traditional scientific research, in that priority is given to the 
phenomena under study, rather than to the methodology used to study the 
phenomenon; emphasis is put onto process and meanings not measurements 
or frequencies (Stones 1985, Moustakas 1994, Hayes 1997, Denzin &
Lincoln 1998). Qualitative research begins to close the gap between sciences 
of discovery and implementation, taking an interpretative, naturalistic 
approach to subject matter, attempting to make sense of things in their 
natural setting (Jones 1995). Qualitative research has been looked at within 
the field of psychology with a certain degree of suspicion (Heyink & Tymstra 
1993). It needs to be brought more into the mainstream to allow different 
methodologies to be used; and to spread psychological theories and 
understanding to phenomena which do not fit easily into neat statistically 
oriented experimental designs (Fiese & Bickham 1998), particularly with 
respect to groups whose voices are not often heard. The main types of 
qualitative research have been outlined in the research context section, a 
concise comparison of the three major types is illustrated below in table 4 
(Morse 1994, Krahn, Hohn & Kime 1995), including suggestions for sample 
size.
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Table 4. Comparison of the major qualitative strategies (Morse 1994).
Research
Methodology
Type of
research
question
Data sources Sample
size
(approx.)
Paradigm
Phenomenol­
ogy.
what is the 
meaning? 
what is the 
essence of 
the
experience
taped
conversations,
interviews,
written
anecdotes, art, 
poetry
6 philosophy
and
psychology
Ethnography. descriptive
questions of
values,
beliefs,
practices of
cultural
group
unstructured 
interviews, 
observation, 
field notes
30-50 anthropology, 
culture, study 
of ethnic 
groups
Grounded
theory.
process
questions,
experience
over time,
testing
theories.
interviews,
participant
observation
30-50 sociology,
symbolic
interactionism
Phenomenology
Phenomenology examines the particular experiences of unique individuals in 
a given situation, where the aim is to describe an experience as it is lived by 
the person (Denzin & Lincoln 1994) This method was chosen over the other 
main two qualitative methods used by psychologists, in that it looks closely at 
the meaning of the experience, rather than the study of a culture 
(Ethnography), or looking at process questions, and ongoing testing of 
theories (Grounded theory).
The qualitative phenomenological philosophy and methodology is described 
as being derived from Husserl at the turn of the century, who insisted that the 
relation between perception and its objects was not passive, and argued that 
human consciousness actively constitutes the objects of experience (Kvale 
1983). Husserl criticised the positivists and empiricists conception of the 
world consisting as an objective universe of facts, and construed
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phenomenological method as an attempt to reach the lived world as 
experienced by its participants. This was further developed into an existential 
philosophy by Heidegger (Kvale 1983). In our everyday lives, we tend to 
categorise, organise and interpret our perceptions according to the 
perspective of the natural sciences. Phenomenology sees the world 
differently, strives to suspend preconceptions by making the assumptions 
explicit, and become aware of our assumptions towards a more experiential 
perspective (Stones 1985).
Understanding the lived world of adolescents whilst on treatment is essential 
when contemplating understanding and improving psychosocial care, the 
information clearly needs to come from those who actually live the experience 
(Pass 1987), not hypothetically what it is assumed to be like or asking others 
to imagine what it could be like. Phenomenological research must fulfil the 
following criteria (Stones 1985): the research interview should entail a 
description of experience in a lived world context. The research needs to be 
concerned with the meaning of the data from the co-researcher (participant’s) 
perspective. The essential themes should be extracted in their varying 
manifestations, maintaining the dialectic between approach, method and 
content.
Husserl influenced both Heidegger, and Giorgi a psychologist, who used the 
phenomenological method to study life experiences by uncovering the 
essential meaning of the lived experiences. Giorgi clarified concepts which 
are fundamental to the methodology (Giorgi 1984, Baker, Wuest & Stern 
1992, Moustakas 1994). The salient features of phenomenology are that it is 
a descriptive, exploratory approach to research. The objective is identification 
of the essence of behaviour, that it is based on meditative thought and the 
purpose is to promote an understanding of human beings and their lived 
world (Field & Morse 1985). The original data is comprised of naive 
descriptions obtained through open ended questions and dialogue. The
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researcher describes the structures of the experience based on reflective 
analysis and interpretation.
The method of phenomenological analysis (Kvale 1983, Wertz 1984,
Giorgi 1984, Lemon & Taylor 1997):
1. The researcher reviews what is already known about the phenomena 
under study ( phenomenological reduction), then puts that information 
aside ( bracketing , putting into parentheses prior knowledge, known 
research), and becomes aware of his or her own presuppositions. This 
allows the researcher to engage in a process of preparatory self-reflection.
2. Informal open -ended interview focusing on the lived experience.
3. The researcher reads all the interviews openly, to get a sense of the 
whole. The researcher reads the same description more slowly and looks 
for instances showing how the meaning of experience is being described. 
This has been called intuiting, an attitude of mind towards the experience, 
to look at the information with fresh eyes, with knowledge and theories 
held at bay.
4. The researcher begins to categorise the different meaning units into 
themes. The researcher then eliminates redundancies and relates each 
meaning unit (themes) to each other, and gives them theme names.
5. The researcher reflects on the given units, still expressed in the concrete 
language of the subject and comes up with the essence of the situation for 
the subject
6. The researcher synthesises and integrates the insights into a consistent 
description.
Giorgi (1984) describes that the greatest stumbling block which psychology 
has been labouring under is its ambition to be a natural science, and claimed 
that the best thing to do is to free itself of this constraint and look at what 
knowledge can be provided though phenomenology. Giorgi describes eight
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common misconceptions of phenomenology, which help to clarify what it 
means as a study of phenomena as experienced by conscious beings (Giorgi 
1984).
1. Phenomenology is not a return to introspection, because it deals with 
meanings rather than facts and describes the world.
2. It is not merely subjective, but rather wants to understand the objective in 
terms of the subjective acts.
3. It is not merely experiential, but tries to understand the world and its 
contents as they are experienced as individuals.
4. It is not merely the study of individual cases, it starts with concrete 
examples and descriptions.
5. It is not anti-scientific, but a way of practising a different kind of science.
6. It is not speculative, but descriptive and reflective.
7. It is not anti-data, it always starts with concrete experience.
8. It is not anti-traditional, even though it differs from traditional psychological
methodology, it is willing and able to dialogue with traditional psychology.
I am using phenomenological methodological practices, based on Giorgi’s 
descriptions to allow exploration of adolescents’ lived world when they have 
been diagnosed and are being treated for cancer, and will allow them to tell 
their stories. I will also be asking about the importance of the setting and 
environment in which they are treated, which is crucial when trying to get an 
understanding of what the experience has really meant for these adolescents, 
which are referred to as my co-researchers.
In order to ground the research in the research context, and the research 
question, I have based my research on an interactive research design 
(Maxwell 1996). Diagram 2 illustrates the integral components.
173
Diagram 2. The interactive model of research design.
METHODS
qualitative methodology, 
phenomenology, interviews 
transcription, data collection 
ethical issues.
NUDIST analysis.. 
results & conclusions.
RESEARCH QUESTIONS 
what does it mean to be an adolescent and to 
be diagnosed with and treated for cancer ? 
what is important about the setting in which the 
adolescents are treated for cancer ?
VALIDITY, REFLEXIVITY 
role of co-researchers, 
threats to validity, 
search for discrepant 
evidence, 
member validation, 
reflexivity.
RESEARCH CONTEXT 
adolescent 
development, 
epidemiology of adoles 
cents and cancer, 
psycho-oncology, 
systems theory, 
developmental issues, 
qualitative 
methodology.
PURPOSES
to understand the experience 
of being an adolescent and what 
it means to be diagnosed and 
treated for cancer.
to discover what is important 
about the setting where they are treated. 
To initiate discussions about developing 
strategies and policies about adolescent 
services and needs.
Research design
• Propose study to multi-disciplinary hospital team.
• Write up formal proposal (see Appendix 1).
• Introduce study to supervisor at University.
• Attend ethics and research committees.
• After accepting recommendations, pilot the taping procedure, and interview 
guideline.
• Obtain list of adolescents in the proposed age range (who could have 
been treated in either paediatric or adult wards, who meet the inclusion 
criteria).
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• Approach adolescent, explain study, give out information letter (see 
Appendix 2).
• If adolescent (co-researcher) gives their consent to participate, arrange 
time and place of interview, at their convenience and choice.
• Complete interviews.
• Collect all interviews, transcribe them. Keep the interviews and tapes in a 
locked secure cabinet.
• Consult with colleagues also doing qualitative research.
• Data analysis.
• Return to the co-researchers for member validation.
• Write up the research.
• Plan to contact co-researchers to give them overall conclusions as agreed. 
Research site.
The data collection took place from a sample from a national cancer hospital, 
which treats adolescents in both paediatric and adult wards. I work in this 
hospital as the Child and Adolescent Clinical Psychologist, and am familiar 
with talking to patients, and their families, the staff, the hospital structure, and 
talking about cancer and cancer treatments. It has been suggested that 
working in the setting where the data collection takes place can be a validity 
threat (Field & Morse 1985). I was, however, interested in discovering about 
adolescents being treated in this hospital, and I had easy access, and would 
be able to carry out interviews sensitively. I also had the agreement to 
undertake this research, and would use well documented research 
methodology. It was agreed that the validity threat had been considered and 
that the study could proceed.
The sample.
The essential criteria for selection of research participants, was that the 
research participant has experienced the phenomenon under study; being an
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adolescent, diagnosed with and treated for cancer, and has given their 
consent to participate in the study (Baker, Wuest & Noerager 1992, 
Moustakas 1994). The small number allows in-depth content analysis to 
illuminate richness of experience (Waxler-Morrison et at 1995). Sandelowski 
(1995) comments that different qualitative methods require different sample 
sizes. As phenomenology is being used, it is suggested that the discernment 
of essence of experiences requires about six participants, see table 4 (Morse 
1994, Sandelowski 1995).
As I wanted to look at maximum variation between subjects, I chose 
demographic variation including both male and female participants, in both 
the adult and paediatric hospital wards, (see Appendix 3 for sample 
demographics). All were currently on treatment, and had been diagnosed for 
a minimum of four months. To ensure the sample was deemed appropriate I 
consulted with colleagues, who are experienced in qualitative research, and 
with the multidisciplinary teams at the hospital, thereby including triangulation 
(consulting with more than one source) of consultation and information 
(Denzin 1998).
Eight adolescents between the age of fourteen and eighteen were selected 
from a list generated by the hospital computer department. Four were chosen 
from the adult wards, two female and two male, and four from the paediatric 
ward, two female and two male, although the sample consisted of 2 males 
and 2 females from each site, I was not intending to analyse the information 
by site or sex, as the numbers are too small, but intended to attempt to get 
the broadest sample variation. The first eight selected were contacted, and all 
agreed to take part in the study. Adolescents aged fourteen-eighteen were 
chosen, as these fall into the middle adolescent range, and are most likely to 
be treated in either adult or paediatric settings. They are of a similar age 
band to be experiencing the same sort of developmental choices and 
experience outside the hospital, namely involvement with increased peer and 
sexual relationships, career and school, choices, and increased 
independence.
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Inclusion criteria :
• Written informed consent from the adolescent.
• The adolescent patient understands the, purpose and method of the study.
• Patient aged between fourteen and eighteen.
• Patient able to understand and speak English.
• Adolescent patient diagnosed for at least four months, and still on 
treatment.
There was no selection on cultural or ethnic factors, as the sample was 
purposely small.
Consent.
In order for the adolescents to agree to take part in the study, an information 
sheet was given out after the initial introduction and explanation. They were 
given a period of time to decide whether or not they wanted to participate, 
and to ask any questions that they had. If they agreed to take part, written 
consent was obtained from the adolescent on the interview day before and 
after the taped interview. It was stipulated that consent should take place 
after the interview as well as before, in case any sensitive material emerged, 
and the co-researcher had any doubts about using any section of the 
interview.
In order to obtain the most detailed and truthful information from the 
adolescents, it was crucial that the information was kept confidential. My role 
as the Child and Adolescent Clinical Psychologist meant that I am at ease in 
establishing rapport and issues of confidentiality with adolescents who are on 
treatment. The staff had also been informed about the study, and this meant
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that the adolescents selected to participate had the opportunity to discuss the 
study with other members of staff and raise and ask questions.
The interview.
Before I started the interviews which would be included in the study, I piloted 
using the tape recording machine and the interview guide, to ensure I was 
asking the right kind of questions in order to get at the essence of lived 
experience. C180 tapes were used to avoid having to turn the tapes over if at 
all possible. I interviewed two adolescent patients as a pilot study, whose 
interviews were not transcribed , and who were just below the age range, and 
were not therefore eligible to take place in the study proper.
In phenomenological investigation, a long interview is the most common 
method for data collection, using an informal interactive process. Interview 
guide questions are often used, which facilitate the obtaining of rich vital 
substantive descriptions (Moustakas 1994, Rubin & Rubin 1995). I used a 
focused interview guide (see Appendix 4).
The setting of the interview:
Six out of eight of the interviews were carried out at the participants choice in 
a quiet room away from the main ward, where no-one could intrude, and all 
telephones were switched off. Although the option was given, only two of the 
co-researchers elected to have the interviews at home, and both these took 
place in the living room, with no-one else around, and with all telephones 
again switched off for the duration.
Starting the interview.
To make the participant feel at ease, all the interviews were started with a 
social conversation about what they had been doing prior to the interview. 
The demographic details were then obtained, which are easy for the 
participant to answer, and help to get used to the tape recorder and being 
taped. It was made clear that the tape could be stopped at any time, and that
178
the interview could be terminated for any reason. Prior to the interview, in line 
with Moustakas recommendations, I put past associations, prior knowledge, 
facts and biases aside (bracketing) aiming not to assume knowledge, and to 
enter each interview openly, to explore the participants experience. It is worth 
mentioning that the interview is one of the most used methods in Psychology, 
but one of the least analysed. Twelve key aspects of the research interview 
were kept in mind, when talking with the co-researchers (Kvale 1983):
1. Life world: the purpose is to describe and understand the central themes 
the co-researcher expresses and lives toward.
2. Meaning: seeks to describe and understand the meaning of central 
themes, to understand what is being said, must also try to take into 
account vocalisation, facial expressions, and other bodily language. It is 
necessary to listen to directly expressed descriptions as well as what is 
said “between the lines”, then to send it back to the co-researcher.
3. Qualitative: aims to obtain as many nuanced descriptions from the different 
qualitative aspects of the co-researcher’s life world as possible.
4. Descriptive: to obtain uninterpreted descriptions, to describe as precisely 
as possible what he experiences and feels and how he acts. The primary 
task is to obtain descriptions in order for the psychologist to have detailed 
information upon which they may draw their interpretations.
5. Specificity: seeks to describe specific situations, not general opinions, to 
have extensive and rich descriptions.
6. Presuppositions: attempts to gather rich and presuppositionless 
descriptions of the relevant themes of the co-researcher’s life world, an 
openness to new and unexpected phenomena, the interviewer needs to be 
curious, to what is said, and not said.
7. Focused: focused on certain themes, guide towards these themes, but not 
towards certain opinions about these themes.
8. Ambiguity: statements can sometimes be ambiguous, it is the task of the 
interviewer to seek to clarify as far as possible, for example, apparently
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ambiguous statements, which may be adequate reflections of the objective 
contradictions of the world he lives in.
9. Change: during an interview, the interviewer and co-researcher may 
change his descriptions, may see new aspects. The interview can be a 
learning and reflective process for both researcher and co-researcher. 
lO.Sensitivity: awareness of differences in sensitivity and ear for the subject.
11. Interpersonal situation: the interview is an interaction between two people, 
they react in relation to one another. The interviewer should be conscious 
of the interpersonal dynamics in the interaction. It is important not to 
reduce this importance of interpersonal interaction, but to apply and 
recognise the knowledge in the interview.
12. Positive experience: may be a favourable experience for the co­
researcher, it may be a rare and enriching experience. It is probably not a 
very common experience from everyday life; that another person is 
sensitive towards and seeks to understand one’s experiences, intensely 
concentrating on one person’s perspective for an hour or more.
The analysis of interviews
Moustakas (1994) asserted that organisation of data begins when the 
researcher places the transcribed interviews before her and studies the 
material through the methods and procedures of phenomenological analysis.
I followed the work of Moustakas (1994), and Field and Morse (1985) and 
Giorgi (1984) for guidelines of analysis. To allow for ease of analysis and 
reliability, I used NUDIST (non-numerical unstructured data, indexing, 
searching, and theory building, (Tesch 1990, Gahan & Hannibal 1998) 
computer software to help analyse, group and analyse the data.
Process of data analysis:
• Listening to all the taped interviews, away from interfering noises and in a 
quiet place, to really concentrate on what has been said (each interview 
approximately 1 .5-2  hours).
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• Transcribing all the data (approximately 10 hours to transcribe 1 hour of 
interview).
• Reading through all the interviews, to get a feel of what had come out of 
their experience, and to immerse myself in their lived world.
• The interviews were imported into the NUDIST software, and coded to 
identify each line with patient number.
• Meaning units (themes) are then listed, and noted by making notes on the 
transcripts of important units which contain meaning ( on NUDIST, codes 
were given). The themes and meaning units are noted and labelled by the 
researcher, then structured and fitted into the NUDIST categorisation.
• The meaning units were then clustered into themes, removing overlapping 
and repetitive statements (on NUDIST each theme is assigned to a node, 
which is displayed into a hierarchical structure).
• The clustered themes were then used to develop the textural descriptions 
of themes.
• From the clustered themes, sub-categories emerged, which were coded on 
the NUDIST, in the form of hierarchical trees.
• At each stage, the categories(clustered themes), and subcategories were 
questioned and reflected upon, in order to be able to explore the themes 
which were meaningful for the participants (in NUDIST this meant nodes 
were combined as meaning units became clearer).
• At all stages, I became aware of the danger of missing something, or of 
single instances, and am aware that the more I looked into the data, the 
more themes emerged.
• NUDIST software supports the researchers analytical process by 
supporting and clarifying coding of themes (node addresses), searching 
for patterns in coding, and can help to test theories about the data (QSR 
NUDIST 1997, Gahan & Hannibal 1998).
• After the interviews had been analysed, and a concise description was 
conveyed, in which the essence of experience and salient themes outlined. 
The interpretation was then shown to the co-researchers for verification 
and discussion (member validation).
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• The member validation was perceived as intensely personal and valid by 
all the co-researchers, and I also gave them a copy of the transcript if they 
wanted. To let some-one else listen sensitively and really think about your 
experience was felt to be a personal and highly valuable worthwhile task.
Ethical issues.
It was also made clear that participation in the study was voluntary, that the 
participants could withdraw at any time, and that taking part, or not taking 
part would not affect their medical treatment in any way. This was said, and 
also on the information sheet.
In order to address any psychological support needs following the interview, 
it was also agreed that should the participant become distressed, or bring up 
issues not previously addressed that the interviewer (the Child and 
Adolescent Clinical Psychologist) would offer support or advice as required.
The importance of confidentiality and anonymity was crucial to this study, and 
it was made clear that the participants could not be identified, by anyone 
apart from myself, and each participant was given a research number.
To overcome the easy identification of participants, due to the staff and 
patients in-depth knowledge of one another, the following steps were taken : 
No names were used (e.g. adolescent/patient number used),medical, nursing, 
and department of Psychological medicine staff referred to as Nurse, Doctor, 
Mental Health Professional. Other Hospitals/GPs proper names replaces with 
Hospital/community/GP.
Validity section.
The main threats to validity, and reliability are discussed the validity and 
reflexivity section.
My relationship to the research participants
In order to overcome the potential problems of being a member of staff known 
to the majority of participants. I made it clear why I was undertaking this study
1 8 2
as a research project, and how my interest had been formed by previous work 
with adolescents with cancer.
I made it explicit that in this instance I was acting as a researcher to find out 
their views and their experiences. Because of my acknowledged interest in 
the varied experiences of adolescents, I was doing this study not only for 
professional interest, but also with the aim of improving adolescent 
awareness among staff members, and with a view to start developing an 
adolescent strategy to be used in both the paediatric and adult ward settings,
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VALIDITY AND REFLEXIVITY.
In quantitative positivistic research, reliability is usually defined as the 
consistency or stability of an experimental effect, or the stability of the 
instrument or test (Parker 1994). In qualitative methodology, the issue of 
reliability is not looking only at replication of studies; this is because one 
expects qualitative studies to include as important, the differences seen by 
using different interviewers; and a recognition that the interaction between 
researcher and co-researchers do have an impact on the results (Tindall 
1994). The issue of reliability is looked at in relation to rigour and 
consistency, as what is important is applying well described methodological 
procedures (Mays & Pope 1995). As in this study following phenomenological 
analysis guidelines, the clarity of methodology can leave enough information 
so that interested parties can reconstruct the process by which the 
researchers reached their conclusions (Morse 1994).
Validity in quantitative research is the degree to which, what has been 
measured corresponds with other measures (Parker 1994). The question 
needs to be are we measuring what we claim to measure? In qualitative 
research the issue of validity is not of replication, but more towards specificity 
(Miles & Huberman 1994). The issue of validity is of more importance, than 
reliability in qualitative studies, it has to do with the adequacy of the 
researcher to understand and represent people’ meanings (Tindall 1994, 
Maxwell 1992 & 1996). Validity is to do with the credibility of the findings and 
is a goal rather than a product, and it is relative. Validity is a key concept in 
qualitative research and when planning and carrying out the research, validity 
threats have been considered, and are now made explicit, in order to reflect 
how validity is an integral and important part of the study design methodology 
and how the conclusions were drawn.
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Validity threats.
Why was there no control group?
The criticism of not having a control group has been suggested as a potential 
threat when carrying out qualitative methodology (Morse 1994). In this study, 
as in most qualitative studies, a control group would not have been practical, 
useful or in any way logical to use. The only people who can be studied when 
looking at perceptions of being treated for cancer, are the patients 
themselves; the study is only looking at their viewpoints, as theirs is the only 
opinion we need to know about in order to understand their experience, and 
to get an understanding of what it is like for them.
Do the results have limited application?
It is true that qualitative results have limited application, as they are tied to 
specific samples, at particular times, for particular research questions. To 
ensure that they are more than our own opinion, the issue of transparency is 
important as shown by a need for clarity in methodology and how the results 
were drawn (Reicher 1994, Miles & Huberman 1994). If methodology and 
procedures are laid open, then the reader will have sufficient information to 
agree with, or dissent from what the research is proposing, and could use the 
methodologies as a useful audit trail (Reicher 1994. Miles & Huberman
1994).The usefulness of qualitative research, is how useful and valid the 
study is, as read by the reader.
Qualitative research is not scientific.
Kvale (1994) wrote an excellent paper outlining standard objections to 
qualitative interviews. The important counter question was asked, what is 
science ? It very much depends on the definition used, is it activity and 
knowledge produced by scientists? Science can be viewed usefully as the 
topic of continual clarification and discussion, in which qualitative research 
plays an important role.
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Qualitative research is not objective but subjective.
The question here is how do you measure objectivity? In phenomenology 
objectivity is reached through intentional acts of consciousness, and is an 
expression of the phenomena being investigated and reflection. The medium 
of discourse is language, which is neither objective or subjective but 
intersubjective (Kvale 1994).
Generalisibility/ statistical representativeness.
Statistical representativeness is not sought in qualitative research (Britten
1995) as the studies do not purport to be representations, of wider groups, 
but reflections of a given experience. The importance for the reader is how 
the findings might be used in different settings, and how useful or informative 
the results were felt to be by the readers of the study.
How was validity considered ?
In considering how to safeguard validity, it is crucial to note that as this study 
is looking at perceptions of adolescents, the adolescents themselves will be 
presented both with transcripts and summaries to see if they regard the 
findings as a reasonable account of their views (member validation), (Mays & 
Pope 1995). One of the issues in using member validation is to note that 
queries could be made in assuming that the response of the co-researchers 
themselves are valid. Issues of power of the researcher arise, in that people 
tend to find it easier to agree with something than to disagree. These threats 
to validity were considered, and to overcome them I strived to reflect my role 
as a researcher, and that their comments, or reflections are valid and useful, 
whether or not they were in contradiction to my conclusions. Again I stressed 
the importance of this being a study to look at their perceptions, and I would 
like the results to truly reflect their views.
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Examining discrepant data, rather than ignoring or minimising the data which 
seems to contradict conclusions is an important reflective part of qualitative 
methodology. I have stressed the importance of looking at such negative 
outcomes, or discrepancies as good examples of individualisms.
Triangulation.
Consulting with two or more people in order to get different viewpoints may 
be used to increase validity (Maxwell 1992 & 1996, Mays & Pope 1995). 
Although I had permission from the hospital to carry out the research, I did 
not have any extra funds or research assistants. I was not able to use several 
independent coders for the data. I consulted with the hospital 
multidisciplinary team about the research design, and usefulness, thereby 
including consultation triangulation. I also consulted with two colleagues 
working at the hospital who are also carrying out qualitative research, and 
who have extensive experience in qualitative research, for peer supervision.
Does the account ring true ?
To ensure that the study truly reflected the views of the co-researchers, in 
addition to the member validation, I also used as much of their voices and 
rich description in the results section to illustrate the points being made. I 
also discussed the results, with reference to previously published research, 
to link the results with the research questions and research context.
How useful is this study ?
This was an important question in undertaking the study (Miles & Huberman 
1994). Discussions at the multi-disciplinary team meetings, and from my 
professional work with adolescents, made it clear that needs and services for 
adolescents were not being fully addressed. It was felt strongly by staff and 
the adolescents, that the views of the adolescents themselves were 
paramount to start developing strategies. It was also recognised that the 
previous published research had not looked qualitatively into adolescents’ 
perceptions whilst on treatment, and this would be seen as an important start
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to developing adolescent awareness. The adolescents themselves reflected 
that it was very important that their views were heard, and were very keen to 
be able to play a part in developing services that recognised their needs.
How might the research be wrong ?
An important part of qualitative research is to look at ways in which 
conclusions could be challenged, considering theoretical validity. In addition 
to looking at discrepant data; the conclusions of the study will also be 
considered, with alternative explanations outlined and reflected.upon in the 
discussion section.
Is the interpretation plausible?
There is always a major threat of imposing one’s own framework or meaning 
rather than understanding the co-researchers. To use short or closed 
questions, or not allow them the opportunity to reveal their own perspective 
would be a serious threat to validity (Maxwell 1996). To overcome this, in 
addition to bracketing my previous knowledge, I used open ended questions 
as much as possible, and to learn and reflect how the participants made 
sense of what is going on. I also checked with the co-researchers using 
member validation to ensure that I was truly reflecting as far as possible their 
views and perceptions.
Reflexivity.
Reflexivity means that we have to think about the identity of co-researchers 
and about ourselves, and what roles we all play in the research process 
(Banister 1994, Moynihan 1998). It is important to reflect how our processes, 
assumptions and theories affect what the co-researcher and researcher do, 
and how they respond to each other, and to make this explicit. (Reicher 1994, 
Tindall 1994). There is a need for researchers to identify their potential 
biases (Fiese & Bickham 1998). There needs to be an awareness that 
reflexivity plays a role in the researcher and the co-researcher. Both parties 
whilst engaging in discourse, are reflecting what has been said, and clarifying
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what it means, and how the other interacts with this process. Reflexivity is the 
explicit recognition that the researcher and research act are part and parcel 
of the same world.
Researcher bias.
It was important to be aware that I was from the background of the hospital, 
had worked with adolescents, and had a background in systems theory, and 
an awareness of the importance of adolescent developmental issues. It was 
important again to be aware of this, even though I attempted to bracket the 
knowledge I had. I was therefore very aware that I should attempt not just to 
select data that fitted my prior preconceptions, but to attempt to listen to the 
co-researchers viewpoints, to hear their words, feelings and to see the 
situation from their point of view.
Reflexive analysis
It is also important to consider and reflect the research process and analysis. 
To consider why certain passages of material were selected, how items might 
be over-interpreted, or misinterpreted (Burman 1994).
Being aware of what could interfere with the results of the research.
Being aware of common pitfalls when setting up the interviews is important to 
ensure the best conditions are available to help the co-researchers describe 
their experiences (Maxwell 1996). I aimed to set the scene with as much fore­
planning as possible. To help the flow of ideas, I tried to avoid jumping from 
one subject to another, and throughout taping tried to judge between 
reflecting on what was said for clarification, and avoid interrupting the flow of 
conversation. I was also to be aware that this was a research interview 
primarily, not a therapy or teaching session, and I needed to be conscious of 
this throughout the interview to keep to my task of finding out their 
perceptions (Britten 1995).
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Being aware who the report/study is for, and how this affects the research. 
This was an important point, as it was clear this research was both for the 
hospital for use practically, in starting to become more aware of adolescents 
needs and to start developing policy. It was also for the adolescents to help 
them feel understood, and a recognition of a need to consider service 
provision. It was also for submission as part of the PsychD portfolio, and 
would need to fulfil research criteria. I was very aware that I was using 
qualitative research methodology, for which I received peer supervision from 
colleagues at the hospital, and supervision from the research institution. I 
was also aware that it was a method not used often at the research 
institution. This carried with it a certain amount of trepidation in using the 
methodology, but also hope that the research could show that clinical 
psychologists can learn great deal of information from trying out differing 
research methods.
190
RESULTS.
In line with phenomenological analysis, after bracketing, the data was 
analysed after much reflection and coding of emergent meaning units. These 
meaning units were then clustered into themes. The data analysis was carried 
out on NUDIST software, where the themes were given names and node 
addresses, to enable them to be represented in a hierarchical structure. The 
major themes are displayed in diagram form. Each patient’s words from the 
interviews which describe each theme, are stored at each node (theme) which 
allowed for easy access to material and easy clustering of themes. Initially 
there were a wide number of central themes, and a large number of 
subcategories which after reflection have been reduced to main themes: and 
main subcategories. These themes and subcategories will be discussed and 
illustrated with quotes from the co-researchers. The themes (shown in table 5) 
will then be discussed in relation to previously published research.
Table 5. The main themes from the adolescents with cancer.
THEME DESCRIPTION
1. Importance of metaphors in 
describing what it is like to have 
cancer.
Importance of the description 
(metaphor) given by the adolescents. 
The importance of really listening to 
how adolescents perceive the cancer, 
and how it can relate to how they 
cope with the cancer.
2. Social comparison, identity and 
philosophy of mind.
How adolescents perceive 
themselves, by comparing 
themselves to others, and by 
comparing themselves to their prior 
selves. The importance of 
understanding their identity, and 
philosophy of mind.
3. Adolescent needs when being 
treated.
What the adolescent needs when 
they are being treated for cancer.The 
importance of listening to their needs, 
both where and how they are treated.
4. Importance of other people. How important it was to receive 
support, from a wide range of 
individuals, but particularly the 
support of families.
5. Treatment effects. How treatment affects adolescents 
both physically and psychologically, 
and how this can affect how they live 
their lives.
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THEME 1 : Importance of metaphors in describing what it is like to have 
cancer.
Interpretation from the data suggested that the description the adolescents 
gave to the cancer was instrumental in understanding what it meant to them, 
and also how it influenced some of their coping strategies. The significant 
statements are summarised in table 6. A diagrammatic representation of the 
main theme number one and the subcategories are illustrated in diagram 3.
Diagram 3. Theme 1: Importance of metaphors, how the adolescents 
describe the cancer, and how it can link in to their coping strategies.
Description Coping
Strategies
Computer
Limp
Writing
Brand
Injury
-■ Lottery
Flower
‘Snowy’
Friend
Plan
Life
Be
Normal
Visualisation
Huge black cloud
Image
Walking stick Singing 
in a band
METAPHOR
Cancer the crab Role of
other-
people
The very vivid imagery (illustrated by table 6) used by the adolescents in 
describing their cancer was striking, and they were able to describe how the 
image was then often used to help fight the cancer.
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Table 6 Descriptions of cancer ( cancer metaphors).
Image Description Coping strategy
Friend
(1.F.AW)
“It’s like a hanger on, a friend, 
someone who always clings to you, 
has their arms around you, and 
won’t let go, you constantly try to 
shrug things off, and just won’t 
budge; like a friend who likes you, 
but who you can’t stand.”
“ I think trying to keep things as much 
as normal. A friend gave me a book on 
visualisation... and I started doing that, 
and it helped me a lot. I visualise my 
white blood cells attacking. “ “ I try to 
concentrate on keeping myself as 
healthy as I can”, “ I am going to take a 
year out”, “ I think trying to keep things 
as normal”, “ I try and talk to people”
( visualisation, plan life, normal life, people)
Injury type 
(2, M,
PW)
“you don’t feel any different,... it’s 
more like an injury than a disease, 
like falling off your bike”
“ People in general, I try and be as 
normal as possible”, “ think about next 
year” ( people, trying to be normal., plan 
life)
Lottery 
(3, F, PW)
“ Why did it have to be you, why 
can’t it be loads of people and then 
it be you who wins the lottery, you 
are either lucky or you ain’t”
Flower 
(3, F, PW)
‘Wilting flower, not whole ,different, 
hard to find the words, eventually I 
felt like blooming flower, it was 
easier to draw at first”
“ Think about my hair, thinking how long 
it would be this time next year, people, I 
got on with it really”, (getting on with 
normal life, people, visualising future with 
hair)
“Borg” 
image 
(4, M, 
PW)
“I’d make the cancer like an alien 
race, that goes around, they are a 
bit like the Borg in star trek ( see 
appendix 5 ), kind of assimilates 
things, they are a collective race of 
beings, half man, half robot, there 
whole purpose is to further their 
collective...and take over the 
galaxy... that is what they do really, 
they go into a cell, and change it all 
around and make it all different... it 
has one purpose in life, to go 
around making hell for everyone 
else “ .
” It began with me messing about with 
spoof star trek scripts...that was like my 
therapy in a way” ( writing). “I did write a 
captain Chemo Script ( see appendix 6 ) 
which is all about chemotherapy and 
treatment, but which are translated into 
characters in a space age time “
Brand 
(4, M, 
PW)
“It’s like being branded, I mean like 
if someone has AIDS, it’s like being 
scarred for life... this kid has 
cancer, treat him like a dipstick”
” I play on my computer”,” I just get on 
with my life... I get really stressed then I 
go home and shoot the crud out of a few 
people, that usually makes me feel a lot 
better””, “She. (mum) helps me, and I 
annoy her” “ I want to be a scenes of 
crime officer”
( writing,, visualisation, playing the 
computer, normal, and plan for life, people, 
humour)
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Walking 
stick 
(5, M, 
AW)
“ I suppose walking around with the 
walking stick is walking around 
with the disease., it shows there is 
something different about me.”
“ Everyone around me,... basically 
people. 1 sing in a band.. I’d like to think 
a unique sound, and it certainly helps to 
channel my thoughts away from all of 
this” “.. going to the pictures, maybe the 
pub" “ well there was something that 
was humorous”(singing, people, normal 
life, humour)
Cancer 
the crab 
(6, M, 
PW)
“ I have written a book of poems, I 
wrote one called the crab, I 
compared it ( cancer) to cancer the 
crab from the zodiac, it is like a 
shadow moving over you, 
somehow sort of multiplying, in 
your mind something insipid 
(insidious), rather dark and nasty.
“Writing, 1 write poetry, am keeping a 
diary,”
“Talking... my parents, family, a 
psychologist...! think people are the best 
thing... the black humour... 1 say 1 am not 
a horticulturist, 1 am a brain culturalist.” 
“.. important to be aware of routines”. ( 
writing, people, humour, normal life, plan 
for life)
“Snowy” 
(7, F, AW)
“It is like a little spotted ball... well 
the white bits are the good bits, the 
bits that are going, 1 could even 
give it a name... Snowy, it will be 
my little friend, playing with it.... 
nobody knows about my little 
Snowy”
“1 don’t know, this is going to sound a bit 
childish, but the treatment is white, and 
the treatment going in, it is hitting the 
black spots, so then eventually when 1 
finish my treatment, I’ll just have this 
little white ball. “ “ 1 make jokes about, 
no hair, 1 am staying in to wash my hair,”
“ 1 want a normal life”, “ “ having people to 
talk to” (visualisation, humour, normal life, 
people)
“A huge
black
cloud”
(8, F, PW)
“ Like a suspended death sentence, 
a huge black cloud. “
“At first 1 think it was hard, but now it is 
just life to me, 1 handle it quite well. The 
only thing 1 can’t handle losing is my 
hair.... It’s the people around me really “,
“ yeah it is either laugh or cry, and 1 
would rather laugh”, ” what also helps is 1 
have a diary, 1 sit and write how 1 feel” 
(talking people, part of normal life, humour, 
writing)
Key: Number ( is the patient number)
Sex
AW (Adult ward)
PW (Paediatric ward)
This was particularly described in detail by “Snowy” (as described in table 6), 
and which was made even more poignant by her admission , that “Snowy” is 
usually kept secret.
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The vivid metaphors, as illustrated by table 6, were often used as coping 
strategies, for example “snowy, and visualising changing the image, and 
thereby, helping also to fight the cancer, by imagining the cancer dissolving. 
The metaphors used by the co-researchers afforded an insight, into how they 
really see the cancer, and helped me to understand how it really does appear 
to them. It was also important to note, that the powerful metaphors , such as 
“a suspended death sentence, a huge black cloud” were not always 
necessarily used as a successful coping strategy; which further illustrated the 
importance of recognising that metaphor, describe images of the cancer, and 
can provide both successful coping strategies, and less successful coping 
strategies.
The use of Borg and space age imagery (science fiction) was also described 
graphically in detail by patient number 4, and to further back up illustration of 
his coping he gave me photographs of the Borg (see Appendix 5), and copies 
of his Captain Chemo scripts (see Appendix 6).
The images and descriptions from the Captain Chemo comics (Appendix 6), 
was deemed so illustrative and useful, that the hospital is now using them as 
an introductory handout to newly diagnosed adolescents. The vivid and real 
descriptions of these powerful metaphors made the stories of these 
adolescents come alive, and allowed insight into their realistic perceptions of 
cancer. I felt that getting descriptions of how cancer is viewed will be an 
important way forward in future work, including broadening techniques, and 
facilities which could help adolescents in coping.
Whilst there has been some exploration in previous research on the meaning 
of cancer (Haase & Rostad 1994, Weekes & Kagan 1994) and adolescents; 
the research has not concentrated on exploring the descriptions and 
metaphors used by adolescents in describing the cancer. It seems important 
that in order to hypothesise how adolescents cope with cancer, we must first
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understand how they view and perceive it. This proved to be an important 
point, in the member validation interviews (discussed later in the results 
section). Most of the adolescents felt that this was the first time they had been 
asked to describe what it really was like, with no interruptions, and that it was 
a very valuable experience. Metaphors and cancer have been explored to 
some extent in the adult psycho-oncology research (Domino, Affonson & 
Hannah 1992, DiGiacomo 1992, Manson, Manderino & Johnson 1993). A 
cancer metaphor test was devised, to assess the imagery of cancer in adults 
(Domino et al 1991). This test was constructed because of the large amount 
of imagery associated with cancer, such as wars and crusades. The authors 
suggest that metaphors can potentially be used to get at a person’s inner 
psychodynamic representations. The case of cancer as a metaphorised 
illness was described (DiGiacomo et al 1992), linking metaphors with a 
cancer-prone personality. The use of imagery, and coping with cancer has 
been a part of the growing literature in the adult research, of which Sontag’s 
1978 essay, illness as metaphor is an interesting and though provoking work, 
demanding the reader to think about the role of illness in life experiences. 
Sontag (1978) proposed that as the language of cancer treatment evolves 
from military metaphors of aggressive warfare to metaphors featuring the 
body’s natural defences, the cancer will be partly de-mythicised. The use of 
metaphors, which were not necessarily war-like were used by the co­
researchers, and suggest the fulfilment of their prophecies in cancer coping, 
and how metaphors are an important way to understand what cancer actually 
means to the patients. The use of imagery has played a starring role in self 
help books to fight cancer (Simenton, Matthews-Simenton, Creighton 1978, 
Siegel 1986) There is a danger inherent in this type of literature, that illness 
can be viewed as internally generated, and internally cured: for example, 
Siegel asking patients to explain why they need their illness, and that there 
are no incurable illnesses, only incurable people (Siegel 1986). The study of 
psychology and the mind’s effect on cancer is reviewed by Bovbjerg (1989), 
who concluded that the development and progression of some cancers may 
be affected by psychosocial influences, and that some cancers are influenced
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by the immune system. The danger is that people strive so hard to fight their 
cancer from within, using imagery, what happens when the cancer takes over, 
and they are no longer curable, whose fault is it ? The conclusion might be 
that the patient did not fight hard enough, or that it was in some way their 
fault. Patient number 7, whilst discussing positive attitudes, illustrates the 
importance of recognising the relative power of imagery, or positive thinking : 
“Positive thinking is to cope, not to deny the inevitable”
It will be important to stress the feeling of having some control over a 
particular aspect of the cancer, stressing the role of feeling better, rather than 
relying on the miracle component of visualising and making the cancer 
disappear. It was felt that metaphors help us to understand, and may play a 
role in coping; but that there are potentially dangerous complications 
psychologically, if it is seen as the only curative option.
There were two important unanimous sub-categories, the first: of striving to 
live as normal a life as possible and to be able to be an adolescent while 
being treated. A good description of this was “ I want to be a teenager first, 
then deal with the cancer as another part of my life.”. This links very 
strongly into the previous research papers recognising the importance of 
adolescent developmental issues when chronically ill (Ritchie 1992, Rowland 
1989, Kuykendall 1989). The second unanimous sub-category was the 
recognition of the importance of other people in helping, to cope with the 
diagnosis and cancer. All of the adolescents felt that talking to others was 
important, and that other people were crucial to survive this experience; thus 
recognising that they were not coping in a vacuum on their own. The system’s 
theory and the importance of others in coping supports this view point, which 
has been reflected on in the literature (Rait & Lederberg 1989, Peace, 
O’Keefe, Faulkner & Clark 1992, Fobair & Zabora, 1995, Varni, Katz, 
Colegrove & Dolgin 1996). Theme four highlights this work in greater detail. 
This enabled the deeper reflection on the importance of roles, and how 
support comes from family, friends , staff and others.
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Whilst contemplating the research question, it became apparent that in order 
to understand what it meant to have cancer, the co-researchers needed to 
define and describe it in their language, using metaphors special to them, and 
which often linked into important themes of adolescence, for example: the 
imagery of friends and science fiction. The coping strategies again were 
creative and showed an openness to use creative measures in coping, 
including visualisation, writing, script-writing, poetry and music and other 
alternative therapies and methods. This showed inventiveness and a 
willingness to embrace new and different strategies, which perhaps are not 
used, or mentioned as frequently in adult literature.
Whilst reflecting on the importance of what had been disclosed, it was 
necessary to contemplate what were the alternative explanations for the 
results. By asking about descriptions, had I forced the adolescents to disclose 
something which otherwise would have remained private, had images been 
concocted for something to say? I had taken every opportunity to make the 
co-researchers feel at ease, and stressed the anonymity and that they were 
able to retract anything they had said; and hoped that I had overcome this 
validity threat. I have also reflected on the most important themes which 
emerged, should I have concentrated more on other coping strategies? I was 
very impressed by the clarity and rich descriptions and metaphors of their 
perception of the cancer, and it was, therefore, logical to concentrate this 
section on this remarkable, and little studied subject, in adolescent research. 
The results about importance of normality in their life and importance of other 
people, were significant in their overwhelming support from all co­
researchers. The co-researchers made it plain that having cancer, is not an 
experience that you go through on your own, other people are involved. The 
question must be, did my background in systems work somehow lead to these 
conclusions? As the support was so overwhelming, perhaps the questions 
about how the experience affected others could have led to the inclusion of 
other people’s reactions, but would not have necessarily led to the unanimous
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agreement that other people played a tremendous role in coping with the 
cancer and treatment. Alternative explanations are that everyone might have 
a description about cancer, but do not necessarily disclose it. This only 
strengthens the use of qualitative research as allowing free descriptions, 
allows more open expressions necessary, in order to really understand how 
the co-researchers perceive the cancer.
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THEME 2 : Social comparison, identity and philosophy of mind.
The second major theme to emerge was how the co-researchers compared 
themselves to others, and how this in turn, helped them to define their identity. 
This was then further developed and clarified into a philosophy of mind, where 
their increased awareness of who they were, formed by comparing 
themselves to others, and reflecting who they were, merged with existential 
and spiritual issues. Diagram 4 illustrates the main theme and subcategories. 
The significant statements detailing social comparisons are summarised in 
table 7.
Diagram 4. Theme 2. Social comparison, identity and philosophy of 
mind.
To peers
To prior 
self
To other
cancer
patients
Learn about self
Upward and
downward
comparisons
Compare
self
Upward and
Downward
comparisons
Importance of 
adolescence
Develop 
Philosophy 
of mind.
Spirituality
Downward 
and upward 
comparisons
SOCIAL 
COMPARISON 
IDENTITY AND 
PHILOSOPHY 
OF MIND
2 0 0
It was apparent that through the interviews and clarification of what it had 
meant, the co-researchers were able to put a picture together of who they 
really were, both similar to, and different to others, through reflection and 
description.
Literature about social comparison theory which is based on Festinger’s 
theory of social comparison (Wood 1989), is based on the premise that an 
important source of knowledge about oneself is in comparison with other 
people (Wood 1989).
Table 7 Social comparisons, comparisons of self.
Comparison
type
To other
cancer
patients
Downward
comparison
“I still feel I have a good chance, and feel sad that some have it 
even worse than me” (2, M, PW)
“An old guy called X, they told him that they had done all they 
could for him... he went home basically... sent home to die...That 
was sad...it makes you think about yourself and what you would
do” (5, M, AW)
“There are others who have it worse, that can make things more 
ordinary and in line with reality” (8, F, PW)
Upward
comparison
“ She went through all that agony and is doing really great...but 
sometimes I hear of the things she is getting up to, and I think... 
Jealous” (8, F, PW)
To peers Downward
comparison
“I feel more grown up, and mature, I don’t consider important 
what my friends think are important” (1, F, AW)
“ I would not wish this on anyone else, but sometimes it is like, 
well I’d say about 60-70% of my friends are pretty regular 
smokers, and it is like, where is the continuity?” (5. M, AW)
“I am not trying to blow my own horn or anything, but I feel a lot 
of people have got inspiration from me” (6, M, AW)
“I know for a fact that a lot of the friends that I have got, that they 
would have gone to pieces, because a lot of my friends are 
glamorous, they are just make-up, hair, figure, clothes, the lot, 
that is their life” (8, F, PW)
Upward
comparison
“There is a difference in that most of them have boyfriends, and I 
don’t” (1,F, AW)
“I don’t feel as good as they ( friends) do anyway, they think they 
are really good, I don’t” “ All my girlfriends had boyfriends 
before me, I used to feel fat ugly and different “ (3, F, PW)
2 0 1
“ Compared to my other friends I’m the hunchback of 
Notredame... 1 think it is unfair i don’t get the chance to do what 
other people do” (4, M, PW)
“1 have not had a girlfriend for a long time, 1 have not got off with 
a girl for a year, my previous contemporaries now having 
girlfriends...1 am still a virgin, 1 feel that 1 should have that by 
now.. 1 just feel when will 1 be able to fully express myself in that 
way? “ (6, M, AW)
“1 think the fact that 1 have matured a lot quicker than my friends 
difficult” (8, F, PW)
To prior 
self
Downward
comparison
“ It’ s made me more outgoing, much louder than 1 used to be”
(1,F, AW)
“It has made me less quick to judge “ (4, M, PW)
“It is well like, you can enjoy things more, but then maybe I was 
growing up anyway”, “I think in some way it helped me to 
express my feelings, I could appreciate feeling’s more” (5, M,
AW)
“I suppose in a more positive light, there are things that have 
changed my character for the better... I feel I am a more open 
person... it really tempers your character, more softer”, “On the 
positive side it has made me more positive, more of a person, 
with different attitudes... I feel a more spiritual person too” (6, M, 
AW)
“It has given me more confidence in myself, funny enough 
yeah...l feel good about myself, before I was shy, and would not 
talk to anybody... 1 think my life is more normal now then it was 
before” (7, F, AW)
“1 think it has changed my personality, 1 have grown up a lot”. (8, 
F, PW)
Upward
comparison
“I’m not as confidant as 1 used to be, cos 1 feel different to 
everyone else” (3, F, PW)
“1 used to have loads of friends around me, used to see them all 
the time... but don’t see them as much “ (5, M, AW)
“Negative things first, it has changed me physically, in that my 
weight has gone up, and my body image has changed, 1 sweat a 
lot, have lost self confidence and esteem” (6, M, AW)
“1 have lost a lot of confidence, before 1 could go up and talk to 
anybody, but now 1 couldn’t do that”, “ 1 have a very bad temper 
now” (8, F, PW)I
2 0 2
Social comparison research has not been extended into looking at how 
adolescents with cancer make comparisons with others. This study using 
qualitative methodology, allowed the co-researchers to make free 
comparisons to others, without constraints. This can lead to increased self 
awareness, increased self evaluation., self improvement, and self 
enhancement, through these comparisons. Comparisons are generally said to 
be downward (to make comparisons with those who are inferior, or less 
fortunate, i.e. I am doing better than others), or upward comparisons (to make 
comparisons to those who are doing better than you, see people who are 
doing better than you are) (Wood, 1989, Buunk, Collins, Taylor, VanYperen & 
Dakof 1990).
The co-researchers did not just compare themselves in one direction with 
other patients, peers or themselves. There was a tendency towards downward 
comparisons, comparing oneself to those who are not doing so well. The 
work which has been carried out using social comparison theory and cancer 
groups, has again focused on adults (Wood, Taylor & Lichtman 1985, Buunk 
et al 1990, Affleck & Tennen 1991 Buunk 1995, Wood & Taylor 1991, 
VanderZee, Buunk & Sanderman 1995, VanderZee, Buunk, DeRuter, 
Tempelaar, VanSonderen & Sanderman 1996). The research originally 
hypothesised that social comparison in either direction can lead to a particular 
affective direction, but this was ruled out ( Buunk et al 1990, Tesser 1991) 
Their study included fifty-five cancer patients using structured interviews, and 
closed questions found that patients low in self esteem, and low perceived 
control over the syptoms and illness were more likely to see downward 
comparisons as negative, also those with low self esteem were also more 
likely to see upward social comparisons as negative. Buunk’s study found that 
cancer patients are most frequently engaged in self-enhancing downward 
comparison. Social comparison in adjustment to breast cancer was also 
investigated, with a sample of seventy-eight women using standardised 
interviews (Wood et al 1985). The results showed that downward comparison
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leads to the comparison to less fortunate people in order to enhance their self 
esteem, upward comparison may also compare themselves favourably with 
someone who is better off, also for self evaluation or self enhancement. 
Overwhelmingly the comparison was downward, which may help victim 
minimise sense of victimisation. The social comparison of cancer patients 
were again researched (VanderZee et al 1996) where it was found that 
psychological distress among cancer patients was related to the need to 
compare oneself with others. Research looking at how people distort 
information about others in order to enhance the self (Affleck & Tennen 1991) 
showed that under threatening circumstances people are apt to compare 
themselves to less fortunate others, both real and unreal.
In a study looking at children’s changing perceptions of social comparison, 
with one hundred and six healthy children (Pomerantz, Ruble, Frey & Greulich
1995), it was suggested that as children progress through school they 
become increasingly aware of the negative and positive aspects of 
comparison; it was found that older children were more likely to view overt 
forms of social comparison negatively.
The co-researchers in this study, used both upward an downward 
comparisons, particularly with respect to their peers and towards themselves 
before the diagnosis and treatment. This is different to the Wood et al study, 
and Buunk studies which suggest that downward comparisons are the most 
prevalent, particularly with other patients; the co-researchers in this study 
looked towards their peers, and their prior selves as the most easily accessed 
frame of reference, which again firmly points to the priority given to being an 
adolescent first, a patient second; looking towards a more normal behaviour 
adaptation model of comparison (such as Admi 1996).
Once the social comparisons had been made, and the co-researchers 
became more reflective, they were able to identify the salient points of their 
identity, philosophy of mind, and where spirituality fitted in.
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Table 8 reflects the burgeoning awareness, both of identity, and of 
philosophical reflections. The co-researchers had a firm idea of who they 
were, and how their reference points were towards normality. In line with the 
papers on survivorship (Gray et al 1992, Chesler et al 1992, Eiser & 
Havermans 1994), the co-researcher’s philosophy of mind, were reflective, 
and appeared to have been based on both positive and negative influences. 
The co-researchers, were able to synthesise a clear outlook towards the 
world, which partly came from reflection in the interview, but also from prior 
thinking, which fits into a developmental understanding (Powers et al 1989, 
Ettinger & Heiney 1993), that these co-researchers have; learned from their 
experience, and that interdependent factors (views of others, self reflection, 
illness experience, comparison with peers), have merged to allow the co- 
researchers to express him or herself fully. The co-researchers after reflection 
stressed that they were still the same person: “You don’t feel any different... 
I’m still me”, “ I think at the end of the day, in reality, you are pretty much 
the same person at the end of it”. The cancer, was an intrinsic part of them, 
their identity had not changed to just being ‘the cancer patient’,. The 
development and increasing awareness of philosophy towards life was 
illuminating and illustrative of their reflective thinking, “it has made me 
appreciate life more”, “I take a more overall view of things now... it has 
made me understand what life is really about now”, “ I have my own life 
back, and that is the same time the cancer happened”.
The experience of having cancer acknowledged the importance of recognising 
who they were. They were able to openly discuss what life was all about, and 
that cancer may have been a trigger to allow them to do that. This important 
element of adolescent development of egocentric beliefs, that their own 
thoughts and actions are original and special, and that they are invulnerable 
and invincible (Eiser 1996), is overtly challenged by the cancer, and forces a 
re-evaluation of who they are, and what really is important now.
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Table 8 Co-researchers reflections on identity, and philosophy of mind.
Patient Reflections on identity Philosophy of mind
1 “ I can get back to normal, you get 
used to it, to a point where I forget 
that I am ill, I think you grow up, 
as soon as you start coming to 
hospital, the things you have to 
face, the diagnosis, you grow up a 
little then”
“It’s made me appreciate life more, and make 
me feel appreciated... trivial things do not 
matter so much”
2 “ You don’t feel any different,., you 
don’t really feel, ill, I’m still me”
“Learning to accept things, 1 f things are not 
going right, you have to accept it.”
3 ” 1 was more concerned about my 
hair, they told me 1 was going to 
lose my hair”
“ 1 look after myself, 1 think about things before 
1 do them, 1 don’t like going anywhere unless it 
is planned properly”
4 “1 think once you get to a 
responsible age, where you can 
think for yourself, and make your 
own decisions, you should be 
allowed to take responsibility”
“1 take a more overall view of things now... it 
has made me understand what life is really, 
and that it is so, oh, the luck of the draw 
really”
“1 do remember the feelings 1 had when 1 had 
to continue having more treatment, 1 knew it 
had not gone, it felt inevitable; it was a 
combination of dreading, but just knowing it 
was going to happen.”
5 ‘You get used to it, and it 
becomes real” “ You don’t 
constantly think well I have this... 
you walk around thinking 1 am 
fine, I’m ME, walking around with 
this stick” “ 1 think at the end of 
the day, in reality, you are pretty 
much the same person at the end 
of it”
“1 don’t want to say this, but that 1 knew it 
would come back and eventually kill me, How 
can I talk like this? well 1 have had to prepare 
myself, so you can prepare others.. 1 wish 
there was more time, but there feels a 
predetermination to all of this, it was just 
going to happen.”
“ It is much easier to find up sides than 
downsides” “Am 1 going to get through this, 
will 1 die? 1 spend a lot of time thinking about 
how it will affect others”,
6 “My self esteem, 1 have an 
identical twin, and It is hard for us 
both to see how we were before 
as a pair”
“ It can be a total devastation of your life, and 
you have no comprehension of why or how, or 
the meaning of it... but on other days, is 
seems that something is happening to you, 
and there must be a purpose and an end, 
perhaps that sounds a bit soul searching and 
philosophical, you have time to think about 
these issues.”
7 “1 said thank you god, 1 don’t mind 
having cancer, 1 just don’t want 
not to be able to have children.” “ 1 
feel good about myself 1 let myself 
out” “ my life is on hold... 1 am 
trapped in this cage, until my 
treatment is finished, then 
someone will come along and 
open the cage for me.”
“ 1 have my own life back, and that is the same 
time the cancer happened” “ 1 have realised 
there is no point putting your life on hold, the 
whole time you don’t know what is around the 
next comer, the cancer has made me realise 
that as well” “1 try to keep a positive attitude., 
but 1 still know that whilst being positive, it is 
still going to get me, the positive thinking is to 
cope, not to deny the inevitable”
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“There was only one thing that I 
was bothered about, that I was 
going to lose my hair” “it just 
shatters your life. I have grown 
up.”
“ At the moment I am all right, so I am living life 
as normally as I can, I tend just to not think 
about things” “Sometimes I get the feeling that 
this was going to happen whatever, if it was 
not the leukaemia, than it would have been 
something else that would have got me.” “ I 
would like to be clearer about the future and 
the time-scale, and feel as if I am living on 
borrowed time, that is strange, but normal for 
me now.”
It was a very a humbling experience to be able to talk with co-researchers and 
to be able to share in their perception of the world, from their perspective. The 
cancer does have a huge effect on their roles as adolescents, as the 
differences between them and their peers are highlighted (See table 9 for the 
statements about adolescence and spirituality).
With extra time for reflection, the differences are made even more apparent 
and the increased awareness has been recognised as crucial for 
understanding the needs of co-researchers. There was an interesting sense 
of predetermination in some of the co-researchers stories (numbers 4, 5, 8), 
where there was a feeling articulately expressed as a form of intuition that the 
diagnosis, and even poor eventual prognosis were bound to happen. Issues 
of spirituality were expressed, with some highly original ideas and theories 
about the world, coupled with questioning about traditional religions. The 
importance of being listened to, as recognition that they were teenagers first, 
and patients second, was emphasised by the co-researchers as integral to 
understanding them “ We are teenagers with cancer, not cancer patients 
who happen to be teenagers.” It is also of note, that the co-researchers 
referred to themselves as teenagers, rather than adolescents, most of the 
time. Of the published research, Kastenbaum’s paper highlighted the 
important point that life and death questions create a sense of vulnerability, 
which was echoed by (Adams 1990, Smith et al 1988), that we should not 
assume stereotyped behaviour in dying children, or forget their individual 
differences. The importance of helping children to find meaning and purpose 
in life was also addressed (Hart & Schneider 1997), it is clear from this study
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that adolescents do strive for understanding, and question what life and 
illness are about.
Table 9 . Co-researchers reflections about the importance of recognising 
co-researcher as adolescents, and emergent views about spirituality.
Patient Importance of recognising co-researchers 
are adolescents.
Spirituality
1 “Trying to keep things normal, going to 
school, going out with my friends as 
much as I can, if you stop everything , 
you do sort of alienate yourself, and it’s 
not good”, “ It is important to see us as 
adolescents, not just as patients, we 
are people too!”
2 “ People need to remember how old you 
are, some talk down to you, like you are 
about three “
3 “Apart from just everyone thinking what 
it must be like for us, and really trying 
to think about it from our point of view”
“I wish 1 believed in god or something, 
but if anything this had made me think 
the other way, 1 mean why didn’t he do 
something?
4 “They should take more concern about 
how we feel about our treatment... we 
are human beings, teenagers., we are 
not obnoxious, not all horrible, not all 
juvenile delinquent offenders.”
“It has made me doubt about god and 
things, I mean 1 don’t believe in God 
very much any more. 1 think he is in 
retirement, he said <( blow you, I’m 
going to live in the Bahamas or 
something, go do your own thing”
5 “ Staff were into dealing with 
adolescent people, recognising that we 
were teenagers” not in a Byker Grove 
pretentious way, in a down to earth 
way, quite funny.”
“ Basically It is a case of probably a 
god out there, maybe if there is one...l 
don’t discuss it with my family, in that 
respect, keep it to myself ( religion) ..if 
you are just talking to someone, that 
isn’t very sort of, 1 suppose religious..
1 know it would freak me out, that is 
why 1 don’t act like that.”
6 “ As a teenager, you are not grown up 
enough to cope with it in the same way 
as an adult, because you have not seen 
so much of life, but you have seen a 
fair old bit”
“Teenagers need contact with normal 
things, talking to those outside,.. the 
normal things you would have around 
you as an adolescent.” “We are 
teenagers with cancer, not cancer 
patients who happen to be teenagers”
“1 feel a more spiritual person, more in 
touch with my emotions, to be more 
aware of what 1 am feeling...1 have had 
quite deep thoughts in my mind about 
the nature of life and death, a...l feel 
that when you die, you have this sort 
of life energy which goes into a sort of 
ether around the world, and the 
lessons you have learned go into 
that., and are transmitted and sent 
back, so that human culture can 
learn.”
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7 “1 think adolescents should be given a 
choice, perhaps they should think 
about the name, it is the children’s 
cancer unit, not very adolescent or 
teenage friendly” “ Adolescents need 
to be noticed, you need to listen to 
people with cancer”
“ 1 was talking to my friend the other 
day, we came to the conclusion, it is 
not the cancer that kills you, it is your 
state of mind, so if everyone is going 
to die, why should 1 suddenly go and 
die, just because 1 have cancer ? all 
those death thought have now gone, 
thoughts change form time to time, 
and people should realise that, not 
expect you be feeling a certain way all 
the time.”
8 “ 1 miss going out and meeting people, 
cos before 1 used to talk to all the boys, 
1 had more boyfriends than 1 did 
girlfriends, 1 was like that”
“The spiritual side of things, 1 would 
like to go to someone, I’ve heard of 
people who go to them ( healers to get 
healed, I’d like to go for peace of 
mind” “religion? oh god no (laughs) 
not at all, 1 don’t disagree with it, but it 
is just not for me”
The use of phenomenology has allowed these rich and powerful descriptions 
to emerge, which have been thought provoking and made me want to find out 
and explore more about how having cancer has helped to form such 
description and philosophies about life and death.
Alternative explanations again must be addressed. Would these adolescents 
already have these views of the world, theories of life and death if they had 
not been diagnosed with cancer ? It is hard to say, but as some of the 
comparisons were with other cancer patients, and some from peers and self, it 
is likely the illness played a significant part. Being in a situation where you are 
faced with life and death, brings these existential issues even more to the 
fore, and may have helped the articulation of such ideas and theories.
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THEME 3 :Adolescent needs when diagnosed and treated for cancer.
Adolescent needs were an important issue for all co-researchers, who 
stressed the importance of being taken seriously, and respected for who you 
were, as well as being a patient, diagram 5 illustrates this theme and 
subcategories. Tables 10a-e summarise in detail the co-researchers words 
when looking at adolescent needs.
Diagram 5 : Adolescent needs when diagnosed and treated for cancer.
Facilities 
& activities
Information 
For adolescents
What is needec
Able to make choices
Educational/
Vocational
How others talk and 
treat you
Social
activities
ADOLESCENT
NEEDS
Respect 
as a person, 
and as an 
adolescent
How others treat you.
Again it was overwhelming how important it was how they were treated, the 
importance of staff recognising how old they were, which was expertly 
summarised “More the attitude of the staff and parents, flexibility and 
respect for our involvement and point of view”.
2 1 0
Table 10a Adolescent needs: How others talk to and treat you
Respect 
as a 
person.
How 
other 
people 
talk to 
you.
“Were a few good nurses, they were there to help cheer me up, they 
were very supportive., always phoning me up, to make sure I was all 
right”, “But not the doctors, I really did not like them, they were really 
negative most of the time, they were rarely positive., there was never 
a straight answer for anything “
“I suppose sometimes the doctors would talk over me, say I was 
sitting there,... they would only talk to mum or dad, that is very 
annoying...I’m the patient, HELLO”
“I don’t like the way sort of when you are in hospital when the doctors 
come around, they all stand around your bed, it’s very scary” (1,F,
AW)
“I always get annoyed with some people, like when they’re talking to 
you, really slowly... you know what I mean, going over and over... one 
of the nurses talks to you like you are three... they have to remember 
how old you are.”
“ It is usually the people being there, nothing special people have
done”(2, M, PW)
“ How you are approached, not to assume that you (the hospital) 
always know what is right, we need to be asked”,” Like Doctor came 
around with his entourage of about 20 doctors, you wonder if you 
should kneel down and pray., they seem to have this god like status”
“ More the attitude of the staff, and parents, flexibility and respect for 
our involvement and point of view” (4, M, PW)
“It is important to have someone that is on your wavelength, or at 
least have some idea how to relate to our age group....” (5, M, AW)”
” He was one of those doctors that gets territorial about his little 
specialities, as they sometimes do., he felt that I did not really need 
my parents there with me.. I feel that I do, as my advocates, because 
when you are an ill patient, you sometimes need someone to speak 
for you”
“ I feel you know from teenage viewpoint you can’t be eh, all sort of 
hush, you have to be truthful and honest, “ (6, M, AW).
“ Doctor fobbed me off with these silly excuses, it was my diet, then I 
was exercising too much...”
” I think it is the nurses attitude, probably they will treat you as if you 
were an adult, not some silly little child, people talk to you as though 
you are grown up, I don’t think I could cope on a children’s ward..” (7,
F, AW).
“ I think the nurses are a lot different, I don’t think I could have coped 
on an adult ward” (8, F, PW)_________________________________
The articulateness of the co-researchers illustrated their deep thoughts on 
these difficult and important issues; thus showing how paramount it is to
recognise them as adolescents, not children and not adults, and to really 
listen to what the adolescents are saying.
This is supported by the research which included the importance of 
developmental awareness as paramount for this age group (Powers et al 
1989, Frydenberg 1997). There was a strong voice, for not being treated like 
a three year old, which is supported by the (Delengowski & Dugan -Jordan 
1986) premise that staff working in children's wards generally have chosen to 
work with children, not necessarily adolescents. This suggests the need for 
training and information given to all paediatric staff, aimed at recognising 
awareness about adolescent needs. There was also a feeling of not being 
respected by some staff,” being fobbed off’ and the need for staff to be “ on 
your wavelength, or at least have some idea how to relate to our age 
group”. Table 10a, summarised the salient points made by the co­
researchers about how they felt about their treatment by others.
In addition to the powerfully expressed need for the staff to recognise the co­
researchers as adolescents, who have particular needs, strengths and 
abilities; there was a need for respect. This was often described in the way 
the co-researchers were ’’fobbed off’, or ’’they (doctors) would only talk to 
mum or dad, that is very annoying” In addition to not speaking to the co­
researchers at times, there was also the need expressed to give adolescents 
choice in these matters;” He (doctor) felt that I did not really need my 
parents there with me.. I feel I do, as my advocates”. The point being 
made, is that people should not make assumptions one way or the other. The 
issues need to be discussed, and each incident or matter may be interpreted 
in a different way. Sometimes the adolescent wants to hear information, or 
make choices on their own; at other times, the family need to be part of the 
picture, choices and discussions need to be flexible, with no assumptions.
2 1 2
Ability to make choices
There was a lot of discussion about making choices, and taking decisions. 
There was much agreement that for a lot of the decisions, there was no real 
choice in the matter, such as whether or not treatment was an option : ”it 
wasn’t really a choice, I mean you could say no, but I wasn’t about to, if I 
wanted a chance, it (the treatment) had to go ahead”. There was clear 
agreement however, when there was a decision to be made, which involved 
an element of choice: “ It is my body, I understand it, I have to live with it, I 
should be allowed to sign it, I think once you get to a responsible age, 
where you can think for yourself, and make your own decisions, you 
should be allowed to take the responsibility”. There appeared to be more 
allowance of signing consent forms on the adult wards, than was allowed on 
the paediatric ward, (of the six co-researchers who talked about decision 
making, all on adult wards signed their own forms, but of the three from the 
paediatric ward, only one signed their own consent form, once she was 
sixteen.) These quasi -statistics need to be taken lightly, as most of the co­
researchers on the adult wards, were slightly older than those treated on the 
paediatric wards.
What it does illustrate, as in table 10b , is that there seems to be no clear cut 
rules about consent and decision making, much in line with the arguments 
presented in the literature (Alderson, 1993, 1996, Levine et al 1993, Rylance
1996).
A set of guidelines, for use in this hospital to cover both paediatric and adult 
wards, could offer consistency of approach, and would serve to increase 
adolescent autonomy, whilst preserving their wishes to be able to make 
informed choices.
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Table 10b Ado escent needs : Ability to make choices.
Respect as a 
person.
Ability to make 
choices.
“I didn’t actually make the decision, but the doctors usually did, 
it wasn’t really a choice.. I mean you could say no, but I wasn’t 
about to, if I wanted a chance, it had to go ahead.” ”Now I sign 
my own consent forms, it’s actually quite daunting when you 
think about it, it’s me, I’m signing it, it’s my responsibility” (1,F, 
AW).
“I mean there isn’t all that much decision making to be made, it 
is pretty much cut and dried” (2, M, PW).
.“I think once you are a teenager, you are allowed to have more 
privileges, my dad had to sign the consent form., why couldn’t I, 
it is my body, I understand it, I have to live with it, I should be 
allowed to sign it , I think once you get to a responsible age, 
where you can think for yourself, and make your own decisions, 
you should be allowed to take the responsibility” (4, M, PW).
“ I think people always need the choice, even if they do not 
always get what they want.”
“I signed all my consent forms, I don’t sign them blindly, I 
definitely recognise like before an operation, where you give up 
your rights to everything...there is no such thing as an option 
really... you take the best chance, your gonna take the best one, 
unless you are some kind of fool man, “ (5, M, AW).
“On to the consent thing, yes ( I sign them) apart from the 
beginning when I was not well enough, an interesting thing is 
that I will be sterile now, because of the treatment, they did not 
want to take the sperm, because I was not well enough to sign 
the consent form” (6, M, AW).
“ I do ( sign al! the consent forms) I get told what is what, and if I 
want to do this I can” (7, F, AW).
“ I sign my own stuff, from when I was 16 now it is my decision,
I talk it over with the doctors” (8, F, PW)
Where adolescents are treated, and what is needed.
There were clear perceptions about the difference between being treated as 
an adult or as a child, as illustrated by the comments in table 10c, “ I think 
you get more attention in the children’s ward “, “The atmosphere on the 
children’s unit is great”, awareness that there is a play room for little 
children, and on the paediatric ward an adolescent room, but there seems to 
be room for improvement.
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Table 10c. Adolescent needs: Where they are treated, and what is needed.
Facilities, where 
adolescents are 
treated
“I think you get more attention in the children’s ward, you’d 
get loads of hugs and kisses, I suppose they’d treat you as if 
you were a child...I suppose I would find being treated on a 
children’s ward patronising,”
“It’s (not) really the place, it’s the people in it” (1, F, AW)
“ I was treated on the adolescent unit, which in some ways I 
preferred it, all the nurses and carers were more into dealing 
with adolescent people”
”l think maybe if there was an adolescent ward at the Hospital 
that would be the best of both worlds”(5, M, AW)
“It is good to have a private room, not necessarily 4 bedded 
bays, because you would lose that privacy... and to have 
those spaces connected, like day rooms, where you can get 
together, ideally with people my own age” (6, M, AW).
“ Perhaps they should think of the name, it’s the children’s 
cancer unit, not very teenager friendly” (7, F, AW)
What is needed,. “Televisions,... painting would be nice” (1, F, AW),
“You have the TV and video and computer”
"There is not enough to do. The play room is for little kids, 
they seem to think oh shove a teenager into a room with a 
computer and he’ll be quite happy, well I would be but...” (4, 
M, PW)
“Drugs, lager (laughs) a nice bit of pethidine perhaps, no i 
think contact with normal things”,
“I think it is difficult to strike the balance, it has to be hospital, 
but it also has to be close to home., having a board to stick 
cards, I have a fridge, which is pretty cool, having a TV and a 
view is good “ (6. M AW)
Layout of wards “I think there should be some single rooms, from my 
experience it is better to be out ( in a mixed ward) people talk 
more., if you stay in a room by yourself you don’t make 
friends” (1, F, AW)
“It would make a difference if there was a separate ward for 
adolescents... but where the nurses knew you were 
adolescent, not act as if you were three.”, “There should be a 
teenage unit, to make sure we are understood, not treated 
too young, or treated as if we knew everything, the balance is 
hard, but is needed” (2, M, PW)
“(adolescent room) I was shy, I didn’t like to go in there when 
there was other people in there” (3, F, PW)
“Just a nice room with a working TV, as part of the ward, not
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just shut away here...I don’t think the private rooms help 
either, they keep you away, and don’t have any contact with 
the outside world, it’s pretty isolating” (4, M, PW).
“If it is going to be wards, then as long as there is curtains 
between them, I think mixed wards aren’t that bad., some 
might prefer single sex” (5, M, AW).
“1 would not want to go to an adult ward, the atmosphere on 
the children’s unit is great, 1 think it has helped me a lot, cos 1 
think if 1 had gone on an adult ward, it would have been 
slightly more morbid”
” As you get older, they respect your privacy, and you need it, 
especially girls” (8, F, PW)
Who is needed, “People my own age, someone to talk to, because you’d feel 
strange otherwise”, “ 1 find talking to you (psychologist) 
helpful, cos 1 can start to work out what to do, without being 
told”
“people my own age and someone to talk to, counsellors, or 
psychologists to be available” (1, F, AW)
“I liked talking to you (psychologist), Rainbow House ( charity 
offering respite care) also helped”
"Someone to talk to... someone who is going through the 
same" (3, F, PW)
“Discuss how you are feeling with someone your own age” (4, 
M, PW).
“ I think it is nice to have one or two older people, but it is 
nice to have people in the same boat.” (5, M, AW)
“1 could talk to someone independent, someone objective, 
who was not involved, and could just listen, without making 
judgements”, "This help adolescents with cancer group, that 
has helped a bit” (6, M, AW)
Activities Social 
and
Occupational
“Painting, Television, people my own age “(1, F, AW)
“Disco’s, outings, for all teenagers together” (3, F, PW)
“I think that music for me, facilities like CD players., there is a 
marked lack of showers., televisions, radios, videos, 
basically electronic things, computer games, occupational 
things” (6, M, AW).
“ Should be a room, kind of games room with some jigsaw 
puzzles, tv stereo, nothing like that up here, need things to 
keep our mind occupied” (7, F, AW)
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One of the main points brought up again, was the attitude of the staff “ It’s not 
the place, it is the people in it”, “ where the nurse knew you were an 
adolescent, not act as if you were three”. The attitude of the staff in 
recognising adolescent needs is paramount in making the adolescents feel 
understood, not patronised and aware that their needs are different from 
those of older and younger patients.
There was some discussion about adolescent units, which some of the co­
researchers had attended. Overall their perceptions of these specialised units 
were very favourable, “ I was treated on the adolescent unit, which in 
some ways I preferred it, all the nurses and carers were more into 
dealing with adolescent people,., they know you are not a little kid... I 
think maybe if there was an adolescent ward at the hospital, that would 
be the best of both worlds ”, “there should be a teenage unit to make 
sure we are understood, not treated too young, or treated as if we knew 
everything, the balance is hard, but it is needed”. These comments 
illustrate the need for an atmosphere of adolescent awareness, whether or not 
in an adolescent unit. This was very much in tune with published papers 
(Lewis 1996, Leonard et al 1995, Caiman & Hine 1995, Audit Commission 
1993), and outlined the need to consider the development of specialised 
adolescent units; in order to bring together specialised personnel, and also to 
treat patients in the same age range together.
The importance of being in contact with other adolescent patients, was 
another of the instrumental and important points: “People my own age to talk 
to”, “ people in the same boat”, “discuss how you are feeling with 
someone your own age”, "this help adolescent with cancer group, that 
helped a bit”. The role of adolescent support has been looked at by several 
authors (Blotsky 1986, Miller 1996), which promoted the use of adolescent 
age grouping and availability of group work. The co-researchers in this study 
were reflecting more on the need for age grouping, with access to more 
experienced ‘veteran ‘ adolescent cancer patients. These comments have
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useful practical implications, which merit further research, perhaps using 
focus groups to gauge interest in adolescent service provision, and to gather 
ideas from adolescent patients. To also consider the possibility of setting up 
adolescent clinics, where access to others in the same peer group would be 
possible. This type of clinic would also need consideration by medical and 
nursing staff, as it could involve a possible change in how clinics are run, or 
perhaps nominating staff who have an interest in adolescent health. The 
hospital currently attempts to address some of the important age range 
issues, for those off treatment with young adult clinics; there is perhaps a 
need to consider those on treatment in the same way.
The setting up of a buddy ‘system, or adolescent group, where newly 
diagnosed patients can meet other patients, further down the treatment route 
could also be another way forward in recognising the need for access to other 
similar age group patients. These suggestions have obvious service 
implications, which will need to be discussed in a multi-disciplinary setting, to 
raise adolescent issue awareness, and contemplate these service issues. 
There was also a recognised need for the availability of counsellors or 
psychologists, which was deemed important because they offer the space to 
talk “I could talk to someone independent, someone objective, who was 
not involved, but could just listen, without making judgement” . Support 
from professionals can provide the opportunity to talk through issues privately 
and confidentially, without the fears of upsetting others.
The co-researchers gave long lists of what they consider important in 
adolescent provision, which revolved around access to normal things , which 
would usually be available at home and in the wider social adolescent world. 
The important factors tended towards activities that could be shared, for 
example, comfortable sitting rooms for chatting in. Discussions about the 
balance of privacy, isolation, access and importance of meeting other 
adolescents was also highlighted. It was acknowledged by the co-researchers 
that the balance of privacy and meeting others is hard, but necessary.
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Educational/vocational
See table 10d for significant statements. There was a recognition that 
schooling is an area where the adolescents missed out, either for treatment, 
or individual reasons; and that the treatment interfered with a normal school 
life.
Table 10d. Adolescent needs: Educational/Vocational.
Educational
Vocational
“She (mum) takes me to school in a wheel chair, then leave the chair in 
the hall, then I use crutches around school”
“ People pestering you to do things all the time, like the woman from 
the school room...l pretend I am tired, then they tend to say “Oh I’ll 
leave you” (2, M, PW)
“I was silly, and just tried to have as much time off as possible, I didn’t 
realise how hard it would be afterwards., this school is worse in some 
ways than the other one, people take the Mickey out of my hair now, 
call me carrot head, or cabbage head ” (3, F, PW).
“Well I have a taxi that takes me home, so I don’t get to meet many 
people I’d be exhausted when I got to school” (4, M, PW).
“I felt peeved that I could not get on with my college work, because up 
until that point I never had a day off school through sickness” (5, M,
AW)
“Need the normal standard computers and education things, to try and 
keep it going”, ’’When it came to the crunch, nothing, the headmaster 
never came to see me once, and that extended to my colleagues, they 
did not help me at all... I have moved schools, because I got so fed up 
with it” (6, M, AW).
“Then I found out I had cancer, well I’ll have to pack in the course” (7,
F, AW)
“The only good thing was that I did not have to go to school... ( I 
missed) all my major exams,... so I ended up with no qualifications” (8,
F, PW)
This is particularly important when considering the importance of 
developmental tasks faced by adolescents, the need to be doing normal 
adolescent activities, which include school and interacting with peers. The 
age of the adolescents is also important when considering these issues. 
Between fourteen and sixteen years old, most adolescents are doing GCSE’s, 
to miss large chunks of time has a long term effect on future prospects; but 
also on short term social interaction with peers. Missing school at this age,
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often deters adolescents from getting back into the school system. It is 
important to maintain good liaison with schools and peers, and to address 
special needs, and special consideration for examinations. There is also the 
consideration about those who have left school, and addressing vocational 
and further educational needs. Would it be helpful to have careers advice, or 
at the very least reflection about what happens after school, to help ground 
these adolescents in the present and future, rather than just focusing on 
school issues?
Information needs.
There was a definite need for more appropriate information for adolescents 
going through treatment, as shown in table 10e, “more information, like they 
should take, more concern about how we feel about our treatment, cos 
all the brochures are like for adults, and a few for the young children, but 
they don’t take our feelings into account, when they write their 
brochures”
Table 10e. Adolescent needs : Information needs.
For adolescents
Information
needs
“I think there should be more information about treatments, cos when 
you first start treatment, my inpatient chemo, I thought I was going to 
die, I felt so bad...no-body actually says don’t worry, you will get 
better”
“I think it would be nice for other patients who have experienced 
difficulties to just meet other patients.. I mean ...one of the nurses 
asked me to go and talk to a patient who has the same diagnosis, and 
was starting chemo that day. I know how you feel, but don’t worry, it 
won’t last very long”. (1, F, AW)
“Right at the start they gave us information about what cancer is etc. I 
got as much ( information) as I wanted.” (2, M , PW)
“ We got written information, telling what treatment I was to have” (3, F, 
PW).
“ More information, like they should take more concern about how we 
feel about our treatment., cos all the brochures are like for adults, and 
a few for the young children., but they don’t take our feelings into 
account when they write their brochures” (4, M, PW).
“ I like to know exactly what the chemotherapy was, what it does to 
me...no-body told me, well booklets, some are useful, but you need an 
actual person to explain” (6, M, AW)__________________________
2 2 0
“I think there should be more information about treatments, cos when 
you first start treatment. I thought I was going to die, I felt so bad...no - 
body actually says don’t worry, you will get better”. These comments 
illustrate the need for age appropriate information, both about the cancer, 
treatment, and psycho-social issues.
This section looking at adolescent needs was stimulating to work on, as it 
allowed the adolescents to really consider some of the thorny issues around 
what there is, and what there should be. Again the importance of attitudes and 
knowledge of staff was paramount, in order to work successfully with 
adolescents, you need to be able to recognise their needs, and to be aware of 
adolescent issues.
Considering alternative explanations for this section is reflecting that the 
sample of co-researchers, had experience in paediatric, adolescent and adult 
units, which may have given a bias to the conclusions drawn about the 
appropriateness of an adolescent unit. If they had not had experience in all 
three units, then the co-researchers may have stressed the usefulness of 
paediatric or adult units more forcefully. A full range of experiences was 
examined, and the common thread was the importance and awareness of staff 
about developmental issues and the need for respect. There was also a clear 
need for contact with others of the same age. Do all adolescents have the 
same worries about schooling, further education and what happens after 
school? It is possible, as many adolescents drop out of school for any number 
of reasons.
These adolescents are different. Earlier in this paper, planning for the present 
and for the future in their lives was one of the coping strategies, which could 
indicate a heightened awareness of importance of planning and issues of 
control over their present lives. The importance of respect, and being listened 
to are crucial for all adolescents, so in this respect, our co-researchers are
2 2 1
like their peers. What is different is the types of issues they are talking about; 
to be listened to seriously, in that they have to make life and death decisions. 
These make the factor of being taken seriously an important aspect of their 
recognition as a competent individual, and has implications for their self 
awareness.
2 2 2
THEME 4 :Importance of other people when dealing with the diagnosis 
and treatment for cancer.
The importance of others has already been mentioned. I have not included 
the comments about the staff in this table, because they have already been 
addressed in the adolescent needs section. This section will concentrate on 
the importance of family and friends, represented in Diagram 6, the 
descriptions are summarised in table 11.
Diagram 6. Importance of other people, when dealing with the diagnosis 
and treatment for cancer.
Respect
Family
Staff
Friends Positive factors
Stress on family
Impact on siblings
Change in 
relationship
Closeness
Negative factors
How the family 
has helped
Issues of choice, who 
to talk to
IMPORTANCE OF 
RELATIONSHIP WITH 
OTHERS, co-researchers 
role.
The role that friends play in the life of an adolescent with cancer, has been 
highlighted in the social comparison and adolescent needs sections, where it 
was shown that the co-researchers compared themselves to their peers, 
which in turn have effects on their self esteem and identity. The role that 
friends have in the lives of adolescents with cancer is not just restricted to
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social comparison, and the important roles they play in support and fitting in 
with the peer group, will be discussed below.
The role of families
The controversial role that the families play in the coping with and perception 
of cancer is an important one, as illustrated by table 11. It is from the family, 
where the adolescent usually lives, and will probably return to during and after 
treatment.
The family is also a part of the adolescent’s life which is changing; as the 
adolescent develops, and discovers the wider social world, his or her 
relationship to everything else in that wider system, will also change. Being 
treated for cancer means for most of the co-researchers that they are 
suddenly spending more time with their families than would be expected for 
other adolescents. Often their parents stay in hospital with them, sometimes 
even sharing the room, which is different to most adolescent expectations.
The importance of the developmental approach to adolescence, looking at 
what is happening socially, intellectually, emotionally, physically, sexually, 
and psychologically (Kuykendall 1989), recognises multiple changes for the 
individual, their family and other social relationships. The role families play in 
the perceptions, coping and support of the co-researchers can not be under­
estimated. One might imagine that the supremacy of peer relationships is 
paramount in adolescence. It appeared not to be for adolescents whose 
development has been suspended during their treatment, and who clearly 
show reliance, and awareness of the important role that families, particularly 
parents play.
It was extremely moving to type out the table 11 relating to family importance, 
the co-researchers were very articulate and sensitive about recognising the 
importance and support that they have received from their families.
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Table 11. Importance of the family.
Family
Close­
ness
“It ( the cancer) has brought my family closer” (1, F, AW)
“Because I am ( going) out more me and mum have become closer, we do 
things together, just like best friends really (3, F, PW)
“We ( mum and me) have got closer together actually” (4, M, PW)
“I can relate to them ( mum and dad) much better and 1 feel that we get on, not 
that we got on bad before, but somehow we know each other differently...we 
instinctively know how the other one is feeling.. 1 have this special sort 
symbiosis with mum... because she is so tuned in to me now” , “ 1 think we ( 
the family) have got closer, we have always been very close family”( 6, M AW)
“Well my good relationships that 1 had with my family, before 1 found out that 1 
had cancer have gone sour... it has made my bad relationships good too! “ (7,
F, AW)
“We ( brother and sister) used to hate each other ( ha, ha), we were just normal 
brother and sister, fighting and arguing, then when my dad died we got sort 
of really close. Then all this we got closer”, “It ( the cancer) has brought us 
closer together, sometimes of course we can’t stand the sight of each other! “
(8, F, PW)
Changes 
in family 
relation­
ship
“ it’s annoying because 1 have to go around with my mum” (2, M, PW)
“1 remember when 1 first went home, after coming out of hospital, everything 
was different”, “(the relationship between me and mum has changed) become 
much closer” (3, F, PW)
“ 1 think it has made mum stronger, more spiritual.. 1 think it is very hard for 
them to accept what has happened to me..” (6, M, AW)
How have
families
helped?
“Mum and dad have been really good” (2, M, PW)
“We ( mum and me) talk about everything, whatever 1 think 1 tell her, and she 
tells me as well “ (3, F, PW)
“Mum’s just become like really, nice, really helpful... like on the day 1 was 
diagnosed, she said, we will fight this together., so she helps me, and 1 annoy 
her!“, “ well he ( dad) takes an interest in what 1 do... I’d got these really lousy 
science and maths results, and he came up to me and said “ it doesn’t matter 
how well you do,., you can sweep the roads for all I care, i’ll still love you” (4, 
M, PW)
“1 have a much better relationship with my parents and my family” (6, M, AW) 
“My mum is just so important in this” (8, F, PW)
Stress 
of/on the 
family
“1 suppose my mum is constantly worrying., even when 1 am all right she’s still 
worrying.. 1 do feel responsible”, “1 think he (dad) gets stressed out.” (1, F, AW)
“My mum used to get upset at first., but she’s got a lot going for her, and so 
do I”, “ Everyone has been really nice to me, sending me cards and things,
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you’d like it to stop, you don’t want to be the centre of attention... it’s like 
haven’t they got anything else to talk about, it’s a bit annoying “ (2, M, PW)
“she’s ( mum) worried that if I’m ill and she takes me to the doctors, then she 
doesn’t believe them if they say it’s nothing” (3, F, PW)
Tm stressed out, than mum gets stressed out cos I’m getting stressed, then 
we end up not talking to each other for a bit., then dad comes long and says “ 
right make up you two” (4, M, PW)
“ Mum got very tired, because going back and forth”, “ she ( mum) was very 
saddened by it ( the cancer)” (5, M AW)
” Like my mum, we had a good relationship, now we don’t talk to each other, 
all we do is argue, we just don’t get on at all... 1 don’t think they can cope, 1 
know that my mum used to think aagh... she still does, that if she ignores me, 
she can ignore the cancer” (7, F, AW)
“1 think it is bad, cos when it ( me dying) does happen, it is going to be worse, 
not just for him (brother), but my mum as well. Cos she has not only got to 
cope with the grieving, she has to cope with my brother as well”. (8, F, PW)
Jealousie
s.
Effects
on
siblings
“My brother gets very angry, cos he can’t have his own way so often, and he 
can’t go out (to) the places he wants to, and he gets very jealous., especially 
when 1 am in hospital... he gets quite vicious towards me sometimes” (1, F,
AW)
“she ( my sister) still, I was talking to one of her friends, he said that she felt I 
was getting all the attention... she got annoyed about the fact I can get a car 
when I am sixteen, cos, I’ve only got one leg, I can drive when I am sixteen!” 
(2, M, PW)
“Brother and sister get very jealous whenever I start to talk, and they act 
really ill, Ha, ha, (3, F, PW)
“ Brother and sister go on the same, I think it has affected them for the 
better” (4, M, PW)
“My brother, his response is hard to gauge, because it is not a sane person’s 
response, in some ways he was jealous because I was getting more 
attention.(.his diagnosis) it varies between paranoid psychosis, 
schizophrenia, etc.” (5, M, AW)
“ I have an identical twin and it is quite hard for us both to see how we were 
before as a pair”, “ I think our brotherly love is so much more, and things, he 
is very caring about me, he wants to look after me, and make sure that I am 
all right” (6, M, AW)
“ he ( brother) tries to be the strong one, but I don't think he has accepted the 
fact that 1 will die, until it actually happens” (8, F, PW)
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The overwhelming response was that the cancer had brought the family 
closer. The existing research did not show what great importance families had 
been for survivors of cancer, as it was an element rarely addressed (Madan- 
Swain et al 1994, Overbaugh & Swain 1992). These studies looking at family 
functioning (Kazak et al 1994) show adjustment at near normative levels, but 
there was no indication for where the adolescents received support, and how 
it really had affected the family functioning.
The results from this study also showed an instance where the family did not 
get closer, where close relationships have gone sour, and “it has made my 
bad relationships good too”. This discrepant data from the rest shows that 
the unexpected can happen, particularly in families where there was existing 
social problems(as in this co-researchers case). Co-researcher number 7 was 
able to rationalise why the relationship with her mother had disintegrated 
“Like my mum, we had a good relationship, now we don’t talk to each 
other, all we do is argue, we just don’t get on at all... I don’t think they 
can cope, I know that my mum used to think aagh... she still does, that if 
she ignores me, she can ignore the cancer.” ; and illustrates the need to 
evaluate and understand family functioning, and relationships to facilitate and 
understand coping strategies.
The importance of parental support, is strengthened by the family system’s 
model, looking at the family as a developmental system, which typically must 
attempt mastery at each stage (Goldenberg & Goldenberg 1996).
The relationships between co-researcher and families do appear to have 
changed in some way “ it has affected my parents relationship to me, and 
my relationship to them in a positive way”. The role of family, is a mixed, 
one, for support, information, advice and frame of reference. Within each 
family there are the family members, who will all be affected by the 
adolescent’s diagnosis and treatment. Siblings were perceived to be both a 
strength and weakness as additional coping factors, and the issue of
227
reflecting on family dynamics and interactions was taken very seriously by the 
co-researchers.
In addition to the positive changes in the family, the co-researchers 
acknowledged the stress the diagnosis and treatment has put on the family. 
The co-researchers had thought what this had meant to their families, which 
addresses the central question of what it has meant to the adolescents. It has 
meant a clearer understanding of their families, and quiet in-depth reflection 
and awareness of the impact, thus not only thinking about themselves, but 
also about others. The importance of reflecting upon family functioning was 
very movingly described by co-researcher number 6, as he explained how 
poignant it was to be an identical twin, and to have the opportunity of looking 
into what was a mirror reflection of yourself, and to know that you do not and 
probably will never look like that again; “I have an identical twin, and it is 
quite hard for us both, to see before how we were as a pair”. The fact that 
they are identical twins, the co-researcher, reflects sadly on the differences, 
but does not ask why me, why not him ? He is able to see the supportive side 
of his brother, and basks in this brotherly love. Co-researcher number 6, who 
has also written poetry as a coping mechanism has written poems for his 
family (see Appendix 7).
There was also another trend for siblings to become jealous of the attention 
given to the co-researchers, “ my brother gets very angry, cos he can’t 
have his own way., and he gets very jealous”. This has been reflected on 
(Adams-Greenly et al 1986, Sloper & White 1996) The consensus among 
these papers was that siblings suffered from a lack of knowledge as well as 
feelings of resentment and guilt. There has been increasing interest in the 
support of siblings of cancer patients, and Williams 1997 paper, reviewed the 
literature and found that, about 60% of studies reported an increase in sibling 
risk, 30% no risk, and 10% had both positive and negative outcomes, and the 
availability of interventions, perhaps with the whole family was proposed 
(Williams 1997, Sloper & White 1996). The fact that the siblings in this study
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were reported to both be jealous, and there was an example of the experience 
of having a sibling with cancer being a positive experience, does not causally 
show the need for setting up new focused services. It does .however, show 
that difficulties are present, which could usefully be addressed, and 
evaluated when thinking abut service planning, and development.
The role of friends
There were both positive and negative role of friends in the co-researchers 
responses. The important role that friends play and description from the co- 
researchers are summarised in table 12. The trend showed that some close 
friends had been supportive and kept in touch, but a sadder more reflective 
picture was also painted of the co-researchers social world diminishing, and 
that to keep in contact, the onus was left to the co-researcher: “ I have to go 
out, or phone them, “ I have to always get in touch with her”. The co­
researchers had obviously done some rationalisation about this behaviour 
and queried, if this would have happened anyway, as friends move away, or 
that they would have done the same, if it had been the other way around. 
Studies of friendship in the cancer and general population (Windle 1994, 
Bennett & Westera 1994, Laurson & Collins 1994) discussed the importance 
of reciprocity of relations, and issues of covert and overt hostility.
They were also aware that for a lot of other adolescents, the trend seems to 
be out of sight, and maybe out of mind. This could be countered with 
adolescents who do not have cancer being uncomfortable with illness and 
disease, and are not staying away because they do not care; but because 
they are unsure or frightened about the appearance and reactions of the 
adolescents who do have cancer.
The research question of what it means to be an adolescent and diagnosed 
with cancer, is partly illustrated by this section. The consideration of others 
helps to focus adolescent awareness; about possible avenues of support, and 
develops an awareness of who you are, and what is important.
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Table 12. Importance of others : friends.
Friends
Positive
factors
’’They ( friends) haven’t had to support me, but most of them do, particularly my 
best friend, she has learned a lot about illness and how it affects you”, “(it, the 
cancer brought me) closer with my best friends” (1, F, AW)
“ Friends., they have been really helpful., they are trying to understand, they are 
always asking, what is going on, they want to know. “ (2, M, PW)
“Friends in my old school, were trying to do everything for me, they also used to 
go out and not invite me, because they did not think I was up to it” (3, F, PW)
“They just carry on the same as normal... we went paint balling the other day., it 
was really weird, they were concerned about me, are you going to be OK with 
this, and we had a great time” (4, M. PW)
“The guy that goes to college with me, we are very close friends... I see him a lot 
at college, and we get on, but we had a 10 week holiday., only saw him 3 times” 
(5, M, AW)
“The guys ( in new school) are much more emotional and sensitive, how each 
other are feeling” (6, M, AW)
“ two best friends, one has got really close to me, but she is up in Scotland” (7,
F, AW)
“The other one ( close friend) they have been really good, her and her mum” (8,
F, PW)
Friends-
Negative
factors
“You grow apart from them, and feel different to them, more grown up and 
mature”, “ difference in that most of them have boyfriends and I don’t” (1, F,
AW)
“ when my friends came to see me and they were talking about school, I couldn’t 
say anything, I didn’t know anything, I felt a bit left out” (3, F, PW)
“ well I see my friends, they are out with their girlfriends and stuff and I think, I 
dunno, I just won’t be good enough” (4, M, PW)
“There used to always be someone coming around, now occasionally get people 
coming around, but I have to go out, or phone them... but that also could be to 
do with the fact that people are moving away, going to Uni and stuff’ (5, M, AW)
“ I wanted people to ring me.. I did not want to have to make decisions, I wanted 
people to come and take me out and do things” (6, M AW)
“My other best friend, never phones me anymore, I have always to get in touch 
with her., so she is keeping her distance., but anything to do with the hospital, 
the cancer or treatment and she kind of backs off... Which I can understand, I 
think I’d probably be the same (7, F, AW)
“It’s not that they are not interested, but it goes in one ear and out of the other... 
they are just worried about themselves and their own lives” (8, F, PW)
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As in the other sections, alternative explanations must be considered. Was 
the sample lucky to have such supportive families, were these co-researchers 
chosen for their intricate and difficult family backgrounds? No, the co­
researchers were chosen, because they fitted the criteria and were the first 
adolescents on the list generated by the computer who agreed to take part. 
Different co-researchers would have given different answers, but this sample 
consisted of reflective, articulate, adolescents, who were able to explain what 
having cancer has been like for them and their families and friends. Would 
other families without cancer patients have the same awareness, probably 
not, because they have not gone through the same intense experience, and 
had not had the opportunity to reflect.
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THEME 5 :Treatment effects which were important for adolescents, 
during their treatment for cancer.
The impact the diagnosis and treatment had on the co-researchers, illustrated 
in Diagram 7, was intense and provoked sincere amounts of thought and 
reflection, summarised in table 13. In the social comparison section, the co- 
researchers, by comparing themselves to others, and to inner and prior 
conceptions of self had provided examples of their philosophy of life.
Diagram 7 : Treatment effects which were important for adolescents 
during their treatment for cancer.
Expectations
and assumptions
Negative feelings
Self awareness
Body image
TREATMENT 
EFFECTS 
Impact on the 
adolescent
Hair loss
Fertility and sexuality
Details of diagnosis 
and treatment
In addition to their philosophies, there was a strongly held feeling of 
premonitions to having cancer, that somehow, it was meant to happen “ it was 
just going to happen”, “ Sometimes I get the feeling that this was going 
to happen whatever”, as described in table 13. This did not seem to be 
surprising to the co-researchers that mentioned it, more intuitive and resigned 
to their futures.
Pain/nausea
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Table 13. Treatment effects which were important for adolescents being treated 
for cancer
Expectations and 
assumptions
“I was told I had Hodgkin’s disease, I did not know what it 
meant, I had never heard of it, does not sound particularly 
menacing, “ (1, F, AW)
“Before I thought, like eventually I’d get back to normal, like it 
was before, but it won’t now ( points to no leg) and I have to get 
used to it. (2, M, PW)
“I think about death, it is not so scary as we all die, I think 1 have 
had some time, yes 1 wish there was more time, but there feels 
a predetermination to all of this, it was just going to happen.” (5,
M, AW)
“Sometimes 1 get the feeling that this was going to happen 
whatever, if it was not the leukaemia, than it would have been 
something else that would have got me” (8, F, PW)
Negative feelings “1 felt really scared of my feelings”, “Moodiness, snappiness, 
which 1 hate”,” irritability”,” feeling spaced out” “There is such 
a stigma, it is the actual word cancer, oh my god, everybody is 
scared of that word, they think death, coffins, funerals, there is 
another side to it” (1, F, AW)
“I was just really worried, probably about dying, I mean it could 
happen, and I never ever thought about it before“(3, F, PW)
“I used to get basically very upset, cos it was me that had to go 
through it” (4, M, PW)
“it was shock., with me it made everything feel unreal, which 
basically means I was not with it for most of the first cycle... I 
was depressed” (5, M, AW)
“ Why me ? Why do I deserve this, I was a perfectly healthy 17 
year old, doing my A levels, getting on with my life, hoping to go 
and study law”, “ anger, and depression”. “ I have wondered 
whether I am going to die, but not on a major way,... on a 
practical basis I have made a will, written a letter of wishes to 
my brother... and had a chat with mum abut what I wanted to do 
if I did pop my clogs” (6, M, AW)
“I just could not handle the fact that I was not going to have 
children, I just fell down a hole, I was depressed, I could not eat, 
go to school, anything”, “The first thing I thought was I am 
gonna die... I am 16 years old and I am gonna die... the 
scaredness just disappeared” (7, F, AW)
“I was frightened, was I going to make it? “ (8, F, PW)
Self Awareness ( As in Social comparison philosophy of mind)
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Body image “1 put on weight with the steroids, which 1 hate” (1, F, AW)
“and I used to feel fat ugly and different” (3, F, PW)
‘Tm not the most attractive person in the world.” (4, M, PW)
“ Changed me physically... you feel fat and sitting in the corner, 
sweating buckets, really hot and grumpy... and you have a sort 
of self-perpetuating image, which other people get, and they 
don’t respond to you, not really how you want them to “ (6, M,
AW)
“The steroids, I hated that, it was one of the worst things, it was 
the weight (gain) that done me, and the cyclosporine as well cos 
of the hair growth (excess facial)” (8, F, PW)
Pain-nausea “Whenever I come to this place (the hospital) I feel sick (nausea), 
all I remember is about being ill”, “ What I horrid is the phantom 
pain, I know the leg isn’t there, but it still hurts, I hate that”(2, M 
PW)
“ of course all the way through there is sickness, which they 
control with these anti-sickness drugs ( maxalon)... then the 
maxalon gave me panic attacks, I mean I have never had a 
panic attack in my life before” (5, M, AW)
“ You go through a stage of feeling ill and horrible, then you 
pick up, you feel quite well” “ The pain I was in, I get little 
flashbacks, I keep on thinking about it” (8, F, PW)
Fertility & sexuality “I didn’t really have a proper relationship with a boy before., 
and I used to feel fat ugly and different” (3, F, PW)
'You feel so out of social circles, and everything that you 
think... well the first thing people sees is the walking stick, end 
of story basically, it is not conducive” (5, M, AW)
“I am still a virgin, I feel that I should have that by now, and be 
part of my life, and so on, but it hasn’t happened” (6, M, AW)
“I just could not handle the fact that I was not going to have 
children, I just fell down a hole, I was depressed, I could not eat, 
go to school, anything” (7, F, AW)
Hair loss “At first I was more concerned about my hair”, “ I still say I hate 
my hair sometimes” (3, F, PW)
“Of course after the first cycle I lost me hair, completely bald”” 
(5, M, AW)
“I could not cope with losing my hair, I thought I am going to be 
ugly, no-body is going to love me” (7, F, AW)
“ All sorts of feelings... there was only one thing that I was 
bothered about, that I was going to lose my hair” (8, F, PW)
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“The tumour had grown all around the arteries, the blood 
vessels and things, so they could not remove the tumour 
without removing them, the leg would die, so they had to 
amputate ... I only had 2 days before the op to get used to it” (2,
M PW)
“When they put the tube ( a chest drain) in, I can remember 
waking up ... the doctor came and out it back in when I was 
awake. I can remember it clicking on my rib when it went back
in.” (3, F, PW)
“They sent me here ( to the hospital) for tests, a week of all these 
bone marrow and biopsies and blood, liver function stuff, and 
then on the Friday, they explained what it was, what was 
wrong” (4, M, PW)
‘Well they came out with this new regime, high dose rapid 
schedule, which was basically 3 week cycle, have four of these 
ifosphomide, then etoposide, then cyclophosphomide” (5, M,
AW)
“I had what seemed to be a viral illness, because of where the 
tumour was placed in my brain, on the hypothalamus.. I had hot 
temperatures, hot flushes, sweats, that sort of thing “ (6, M, AW)
“So then I got referred to a gynaecologist, and he said well we 
can’t find your left ovary, we will have to do an operation, and 
we might have to remove it to see what is blocking it, an you 
might not be able to have children” (7, F, AW)
“I went to the doctor the Thursday or Friday, and was diagnosed 
on January the 10th, I was diagnosed on the Monday night” (8,
F, PW)____________________________________________ _
This could be linked to the published research on locus of control (Susman et 
al 1987) in that there is a feeling that external forces are exerting some 
control over their lives, and then rationalisation that the premonition did then 
come true. The impact of the diagnosis, was strongly felt and described, as 
exemplified by the work of (Coward 1997) who suggest that progression 
through cancer treatments are pivotal life events.
In agreement with Admi’s 1996 study, the illness did appear to have some 
centrality in their lives, due to the important changes they felt it had made, on 
the relationships with family and friends, and how often the co-researchers
The details of diagnosis 
and treatment
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were desperately striving for a normal lifestyle, despite being on treatment for 
cancer.
The desire to continue living a normal a life as possible was a continual 
thread throughout all the themes discussed. Negative feelings about 
treatment did focus on some of the more common themes in the literature 
about depression, shock and questioning, but also around the theme of 
mortality, and worries about dying They think death, coffins, funerals”, “I 
was just worried about dying”, “I have wondered whether I am going to 
die but not in a major way”, “ the first thing I thought I was gonna die”. 
Like adults, the co-researchers showed they were very aware that cancer can 
be a fatal illness, questioning if they were going or die or not, seemed a 
natural thing to do. Talking about death and dying is not a subject brought up 
in many families, even in cases with a new diagnosis with cancer, because of 
the fears and stigmas which surround the word death and cancer. The co­
researchers strongly showed there is need to be able to discuss this difficult 
matter.
The impact of the treatment on the co-researchers image of themselves was 
poignantly vivid, as the treatment, especially steroids, can produce heavy 
weight gain, excess hair, and longer term problems with growth and 
development. The descriptions about the weight gain was central to many of 
the co-researchers self image, which had detrimental effects on their self 
esteem “ I used to feel fat, ugly and different”, “ you feel fat and sitting in 
the comer sweating buckets, really hot and grumpy” This echoes the 
literature published, that illness can have on body-sexual images ( Rowland 
1989, Miller 1996, Kuykendall, 1989, Ritchie 1992). To further strengthen the 
importance that adolescents, especially girls, put on their appearance, is the 
comments about how devastating it was to lose their hair “ I was more 
concerned abut my hair”, “I could not cope with losing my hair, I thought 
I am going to be ugly, no-body is going to love me”. Body image and 
appearance, is central to how the co-researchers feel about themselves, to
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feel ugly, changes your self perceptions, and this in turn changes your views 
about the potential for future life and happiness. It is of note that the females 
in the study commented more about the impact of hair-loss than the males, 
which raises the suggestion that the current trend for short and shaved heads 
might be a protective factor for males. The impact that the treatment had on 
their perception about relationships was equally illuminating, with a strong 
sense of being on the outside looking in: “ You feel so out of social circles”. 
Making new relationship, both same and opposite sex, is usually an integral 
part of maturing, these adolescents have felt in part to be excluded, which 
was reflected in the 1991 paper by Chambas, who surmised that adolescents 
with cancer did have numerous sexually related concerns not identified by a 
healthy control group. The side effects of treatment were also mentioned, 
including nausea and pain , which were another important variable which fits 
into the picture of what the adolescents have to face, which is far away from 
the experience of adolescents who have not been ill.
The co-researchers were keen to tell their stories, and did so with incredible 
detail, remembering the exact dates and times of diagnosis, and were able to 
give intricate descriptions of operations, procedures and treatments. It has 
been reported that memory can be faulty, and that emotional factors can 
influence how much one remembers (Brewer 1996, Christianson & Safer 
1996). There is, therefore, a question about how much was remembered, and 
why some details were given, and perhaps others left out. The co-researchers 
were given as much time as they wanted to tell their stories, and it is possible 
that they have unconsciously screened the information revealed to me. 
Whatever the true state of their memory, their stories were true to them, and 
reflected what they wanted to say, and that it was important to be listened to. 
Were there elements of denial, in what was not said? There may be, as denial 
is a well known coping strategy; I stressed the importance of confidentiality 
and honesty, and the co-researchers reported that the interpretations were 
valid.
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Member validation.
After these results had been reflected upon, both a copy of the transcripts if 
they wanted them, and a summary description was given back to the co- 
researchers, for their views and reflections. Their views and salient comments 
are described in table 14.
Table 7. member Validation: Co-researchers responses to their 
transcripts, and summary descriptions and their experience of being 
interviewed.
Patient Comments
1 “wow, I was amazed how much you really listened and understood. It was the 
first time I had really been able to explain it all, and without other people butting 
in.”. “You understood how important it is to be understood as an adolescent 
and how I really needed to be heard... It was a revealing experience, actually 
quite therapeutic”
2 “Yup, you got all the major points, not to be treated as if you were three; how 
frustrating it has been, but also how it has made me become more patient and 
accepting. I’m pleased you understood the need for adolescent units, to make 
sure that we are understood.”
3 “It was difficult to do, but useful as I learned about me. You got how important 
my hair was, and how it(cancer) affected friendships, and how closer it made me 
and mum.”. “ Thanks for listening to all of that!”
4 “ That was great feedback, about what it has been like for me, no-one has sat 
down and gone through it in such detail before. You understood about the 
interference with school, and how hard it is to meet girls, and not feeling too 
brilliant about myself. I’m very pleased you picked up on how important my 
family have been, and how people need to see me as a teenager, and that we 
need fun too!”
5 “Very interesting process. I found it tough to do, but really glad that you listened 
and understood. The important aspects were all covered, to be able to talk 
about preparing myself that I might die, the importance of the band, frustration 
and sadness about my brother, and the need to talk to other people”
6 “Very therapeutic. I even used the transcripts to help others understand who I 
was, and what I was about. I show it to everyone!. I found the whole experience 
very illuminating and you saw exactly what 1 meant. 1 thought it was exhilarating, 
depressing, frightening and wonderful”
7 “Yes, you really got what 1 said. 1 am glad I’ve spoken about Snowy, and it was 
difficult thinking about the effect it has had on my family. 1 am amazed we were 
able to talk about this. It was quite an event to hear my own words. 1 am very 
glad 1 did this.”
8 “ That was very hard to read what we had talked about, and all I’ve been 
through. You certainly noticed about the hair. Yes on the whole, you summed it 
up pretty well”.
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The co-researchers appeared to have felt understood, and there was a sense 
of being listened to which was recognised as important and valuable.
Whether they reported it as reflecting their views, because they wanted to 
agree with my summaries is debatable. Opportunity was given to talk about 
what they really felt, and although it was hard both to do the interviews, and to 
talk about them, their views were that their views had been understood, and 
that it had been for some a therapeutic and cathartic experience.
The feeling and value of being listened too, was expressed so strongly that I 
propose to do more reflecting, and perhaps written summaries for future work 
with patients, as a potential therapeutic tool, much as the use of re­
formulations are used in Cognitive Analytic Therapy (Ryle 1995)
The important overall feedback from the co-researchers, was that this was a 
valuable experience, understanding the importance of being a teenager first, 
a cancer patient second, and that it is important to be listened to. Through the 
interview and reflections, the co-researchers felt they had learned about 
themselves, recognised the importance of others, and were able to make their 
views heard by others.
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DISCUSSION
This study aimed to explore and discover what it means to be diagnosed 
with and treated for cancer, and what impact the setting in which they were 
treated has on the adolescent. Previous research studies about 
adolescents and cancer, have mainly used quantitative methodology, and 
concentrated on issues of survivorship, on those who have completed their 
treatment. I wanted to explore how adolescents actually perceive their 
cancer, how they cope with it, and how this interacts with the developmental 
tasks of adolescence. In order to get freely offered descriptions of their 
experience, without using forced choice questions or inflexible categories, I 
chose phenomenological qualitative research methodology.
Phenomenology examines the particular experiences of unique individuals, 
the adolescents in a given situation being diagnosed with and treated for 
cancer. It has the explicit aim of describing the experience as it is lived by 
the individuals. In order to fully explore both the meaning of adolescence, 
and impact of the setting in which they were treated, the sample was 
chosen from both paediatric and adult wards, with an age range of fourteen 
to eighteen, which meant they could have been treated for cancer in either 
of the two settings, and would all be facing changes in education and 
choices about the future.
The aims of phenomenological research include looking for a plausible 
story, a plausible description of their experiences, through intense 
reflection, by researcher and co-researchers.
The two research questions were :
• What does it mean to be an adolescent and to be diagnosed with and 
treated for cancer?
• What is important about the setting in which adolescents are treated for 
cancer?
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What does it mean to be an adolescent and diagnosed with and 
treated for cancer?
The study has shown that to be an adolescent and diagnosed and treated
for cancer, is a life evaluating and challenging event. A descriptive model
outlining the salient themes from the interviews is presented in Diagram 8
One of the most important results was an overwhelming need to be listened,
to, and to be respected. Being treated as a child undermined self
confidence, interfered with family functioning, and served to make the
adolescent feel less in control. Through the interview and reflective
process, it was shown that there is a need to first understand how the
adolescents described and ‘saw’ the cancer, which can then lead to
understanding how they began to cope with it. The metaphors used to
describe cancer were powerful in their vivid imagery, and in line with
Sontag’s (1978) essay suggest there is a need to think both about the role
of illness in the life experience, and how that illness is perceived.
Diagram 8. What does it mean to be an adolescent and to be 
diagnosed with and treated for cancer?
Adolescent* 
Teenager 
with cancer
Importance
of being listened to 
of being respected 
hearing the 
adolescent’s story
Increased awareness 
importance of others
(positive and negative
factors)
family
friends
Importance of awareness
of adolescent issues 
from others
and from the adolescent 
his/her self
Recognition cancer 
diagnosis and treatment 
is a life challenging 
event Listening to their 
descriptions (metaphors) 
and coping strategies
Effects treatment has 
on being an adolescent
feelings, expectations 
body image, hair loss 
self awareness, sexuality 
fertility.
Evaluation of who I am,
Social comparison with 
heightened awareness of identity 
Clarification of philosophy of life 
Reflection on spiritual issues
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It was important to listen to their actual words and metaphors used to 
describe the cancer, in order to really understand how they perceive it. The 
importance of reflecting back what has been heard and showing interest in 
the metaphors has not been described in the literature on adolescents and 
cancer. This seems to be an important omission, as the vivid descriptions of 
how cancer is actually perceived by the adolescents is instrumental in then 
understanding of how they feel they can cope with it, and thus 
understanding what it means to actually have cancer.
The co-researchers were creative and original in their choices of coping 
strategies, and showed a willingness to consider ‘alternative’ therapies, and 
to use strategies which enhanced their sense of control over the cancer. 
Visualisation, poetry and script writing were some of the examples. Having 
cancer, enables the adolescents to use creative methods and ideas they 
might already be using in their lives; but were able to extend their uses for 
therapeutic means.
Being an adolescent is striving to become aware of who you are, and where 
you fit in; whilst undergoing multiple changes in the social, intellectual, 
emotional, physical sexual and psychological worlds (Kuykendall 1989, 
Powers et al 1989, Lewis 1996). Being an adolescent who also has cancer, 
instigates more evaluation into who you are. In order to become more 
aware of their identity, the co-researchers compared themselves to their 
peers, their families, prior conceptions of themselves, and to other cancer 
patients. The use of social comparison theory has not been extended to 
researching adolescents with cancer, although it has been used 
infrequently in the adult psycho-oncology literature. Social comparison 
theory which explores the nature of comparisons, downwards (making 
comparisons to those doing less well), or upward (making comparisons to 
those who are doing better than you), is an interesting perspective to take 
towards adolescents with cancer, as adolescents often compare themselves 
to others . When examining how they were becoming self aware, the co­
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researchers compared themselves, not only to their peers, but also with 
other cancer patients, and also to themselves before they had cancer. This 
suggests that adolescents are developing an awareness of their current 
identity , by reflecting upon changes between themselves and others. The 
co-researchers needed to make comparisons, to help understand where 
they fit in to the overall picture of an adolescent’s lifestyle. Continuing their 
self evaluation, the experience of cancer appeared to help the co­
researchers articulate developing philosophies of life. There was an 
overwhelming sense that the cancer experience had made important views 
clearer and more accessible, which also included the co-researcher 
reflecting on their views about spirituality. One of the important threads that 
emerged in the co-researchers’ interviews was the need for other people 
(staff, family and friends) to recognise that they were still 
adolescents/teenagers, and that even though they have cancer, they would 
still like as much as possible to do the activities, and engage in tasks which 
adolescents usually do. They were keen to be seen as adolescents first, 
then cancer patients second, and wanted this, and their stories to be heard.
Another significant factor in the developing awareness highlighted by their 
cancer, was the reflection of how important roles were played by others, in 
relation to the co-researchers coping. One of the most striking observations 
was how the experience of having cancer has changed relationships. 
Friendships changed in both positive and negative ways, with often 
remarked comments that social worlds tended to shrink, but that close 
friends have played an important role.
Family relationships were also changed, often the experience of cancer, 
bringing families closer together, with parents, but with some accompanying 
resentment from siblings. There was an inspiring sense of warmth and 
delight from the co-researchers’ moving descriptions of the special role that 
their friends and particularly their families had played. These shifts in 
relationships with others does fit closely with system’s theory, which allows
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for all members of a system to be developing and changing, as 
circumstances change.
The treatment of cancer did produce significant effects on the co­
researchers, which were intrinsic to their sense of self and identity. The 
issue of negative changes in body image, how this affected their self 
esteem, and then how they felt about their chances of developing intimate 
relationships were often remarked upon with great sadness. This effect, due 
to the treatment had a tremendous impact on their self confidence, and 
evaluations of who they were. Developing relationships is one of the 
integral tasks of an adolescent and this was severely disrupted by the 
cancer and treatment. This was very meaningful for the co-researchers, and 
serious consideration needs to be given to further research into minimising 
the side effects, if at all possible. Younger children, whose appearance may 
not be of such vital importance, may deal with this aspect better; adults 
have treatments focused on minimising hair loss. The question needs to be 
asked, is there an effective equivalent for some of these side effects which 
could be offered to this population?
What is important about the setting in which adolescents are treated 
for cancer?
The second research question centred on the importance of the setting in 
which the co-researchers were treated. The co-researchers in this sample 
had attended paediatric, adolescent, and adult units and were able to offer 
an informed and educated insight into the importance of the setting in which 
adolescents are treated. Diagram 9 illustrated the salient points discussed.
It was stressed that it must not be assumed that other people can know how 
adolescents feel about and perceive their cancer. We need to understand 
from them how having cancer underlines the importance of being an 
adolescent, and stresses the need to recognise that they are adolescents 
who happen to have cancer. This premise has been shown in published 
research (Kuykendall 1989, Ritchie 1992, Eiser 1996) and it is clearly
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stated by the co-researchers that adolescence and adolescent issues must 
be taken into consideration when treating adolescent patients for cancer.
Diagram 9. What is important about the setting in which adolescents 
are treated for cancer?
Importance 
of setting
Where treated
choice to be given 
what are the options
Need for consistent
guidelines & training 
for staff and information 
for adolescents
Importance of attitude 
of others
of respect
ability to make choices
Recognition that 
they are adolescents
not children,
not adults awareness of
adolescent
development
Need to consider
facilities available, social, occupational 
ward layout, adolescent units 
need to be with same age group 
educational/vocational issues
This awareness of what adolescents are, what they need, and awareness of 
developmental issues was perceived as crucial for staff in communicating 
with and treating adolescents. The importance of respect and 
understanding was the most important aspect of the setting, more than any 
other item.
It was apparent that there was no real choice where the co-researchers 
were treated, and that this needs to be addressed, and discussed. If this 
was done very early on in the diagnosis, then informed decisions could be 
made. The issue of making decisions was considered to be important, but 
again, there were no clear guidelines, or consistency across the adult and 
paediatric wards. This indicated a need for consistent guidelines for staff; 
not only about issues of informed consent, decision making, but also about
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what to be aware of when dealing with adolescents, and a genuine need to 
have an awareness about adolescent development. To address this issue, 
development of an adolescent policy, with appropriate guidelines, with 
appropriate teaching for staff would be necessary, and needs to be 
discussed at multi-disciplinary and managerial levels. Of those who had 
contact with adolescent units, there was a preference for this sort of 
specialised facility, where the importance of adolescent issues is part of the 
ethos of the unit; rather than issues being discussed after the unit had 
been set up, and was clearly designed for young children, or adults rather 
than the adolescent population. There is an adolescent room in the 
hospital, but this does not address all issues to do with adolescence. It can 
not address the importance of further educational/vocational advice, as 
compared to the younger children where there is already a school and play 
room. The adolescent room clearly can not address the adolescent 
developmental awareness issues. The themes also indicated the need for 
more contact with the same age group. There was a need for more research 
into this area; looking into clinic arrangement, adolescent/teenage groups 
or activities, buddy systems, pen-friends, or perhaps e-mail links. The 
important way forward is to recognise a need for change, and to be able to 
start discussions based on results from this and previous research, in 
starting the initiative for adolescent recognition.
The results from this study were powerful in their intensity of emotion, and 
further research is needed to fully explore, how the adolescents actually do 
work out their coping mechanisms, what they use, and what else they would 
like to be available. More work is clearly needed on understanding the role 
of social comparison in the evaluation of self. More research is also needed 
on the issue of decision making, how adolescents actually do make the 
decisions, and what role the family play in this. Guidelines are needed for 
issues of consent, but before this, there needs to be awareness of issues of 
competence, and clarity in how these issues need to be addressed in a 
hospital setting. The enthusiasm , articulateness and passion of these
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adolescents, have served to ensure that their current plight needs to be 
addressed, and that this can be one of the first steps in opening up the 
adolescent awareness debate.
Limitation of the design
Like most qualitative research this was based on a small sample, and the 
question of generalisibility was not appropriate. This study was designed to 
look at a specific hospital with a select sample, to discover what was 
important for the co-researchers. As the study needed to fulfil both research 
criteria for the PsychD doctorate, and for the use of hospital, there was an 
expressed need to include both exploration of understanding of what it has 
meant, and also to generate practical ideas in which to go forward, in order 
to initiate development of adolescent policy and strategy. The combination 
of both aims serves to illustrate the nature of my work. I work as a clinical 
psychologist in a hospital setting, and psychological research, is not 
separate from what happens in a hospital. The two can be combined, and 
can contribute to a wider audience, and hopefully broaden both fields 
profitably.
This study only took the views of the adolescents themselves into account. 
Other qualitative studies have included comparison groups of patients with 
other illnesses, or perhaps parents. I felt strongly that the only true valid 
sample in this case, could be those going through the experience. Other 
people can only describe their perspective, and what I really was interested 
in was the co-researchers lived experience, not any one else’s, because 
theirs would not be a valid reflection. I would, however, like in the future to 
be able to research views of staff and parents, for their perceptions about 
what adolescents need, and also about what changes might be made, and 
what is possible, financially, in order to address the adolescent needs.
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Validity issues.
The issues of validity have been addressed in the validity section. The 
major step to challenge validity threats was the member validation 
interview. The co-researchers were unanimous in reflecting the value of the 
comments, and that they did reflect their perceptions and views.
The question of did I have a large enough sample, was addressed in the 
earlier section, and my selection of eight co-researchers was based on 
phenomenological methodology (Morse 1994), and the knowledge that a 
large amount of data would be generated by these in-depth interviews, and 
there was a need to be realistic about how much data I could feasibly 
analyse.
How did I know that the co-researchers were not just saying what I wanted 
them to say? I was careful to bracket my presuppositions before the 
interview, but also to be realistic in recognising that my family therapy 
background would allow easy recognition of family and wider social system 
factors.
I was known to most of the co-researchers because of my role within the 
hospital, and attempted to overcome this threat to validity, by noting that 
this would allow me to use my experience of discussing issues surrounding 
cancer, illness and death usefully in this interview situation. I also made it 
clear that this was for research purposes, stressed confidentiality, and that 
they could withdraw from the study, or omit parts of the interview if they so 
wished.
Ethical issues.
Could the results of this study harm either the co-researchers, their families 
or staff at the hospital? This issue was important to consider (British 
Psychological Society 1993), as there was implicit criticism about the 
hospital in some of the comments from the co-researchers. The co­
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researchers were guaranteed anonymity, and this should ensure no harm 
came to them or their parents. I also offered that should issues come up 
which they had not discussed before, or they felt they wished to receive 
further support or advice, then I would help them to arrange this as 
appropriate.
The staff were keen for this research to proceed as a means to start 
investigating the issue of adolescents in the hospital and no doctor or nurse 
was identified. There is a need for honesty in this type of research, as to 
minimise potential problems only serves to minimise the value of the co­
researchers views and perceived needs. As with all research at the 
hospital, this research will be presented and discussed at a multi­
disciplinary meeting and research committees, which will then plan further 
research or projects in order to continue to address the needs of this 
difficult to place population.
Unexpected issues.
Although I was expecting to be reflexive in my contribution to the research, I 
was moved by how reflexive the co-researchers were, and how valuable 
they found the process of the research. Whilst admitting it had been 
difficult, it had been illuminating to listen to their own words, and valuable 
for them to have somebody really listen to what they had said. This 
underlined for me, the importance of listening and reflecting back and that 
the written word, can be a powerful therapeutic tool. The issues which 
emerged, about the importance of being listened to, being respected and 
understood as an adolescent, are common themes for all adolescents. The 
powerful self awareness and reflections on philosophies of life illustrated 
how deeply the experience of having cancer affects adolescents, in ways 
that are hard for other adolescents to imagine, let alone to understand.
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Reflexivity.
There is an implicit need for the researcher to be aware of both the role that 
the researcher played in the research process, and also to be able to reflect 
on what has been said, divulged and discussed throughout the research 
process.
One of the hardest issues to face was the realisation that, although all the 
co-researchers were well and receiving treatment at the outset of the study, 
some of them might die by the completion of the study. It is important to 
reflect upon this matter, as it is through learning about our own emotions 
and humanness, that we can better learn to listen to and understand others. 
Four of the co-researchers have died, all as a result of their cancers, which 
makes reading their words poignant, and ensured that I realised how 
privileged I was to be able to have this record of their thoughts. Of the four 
that are surviving, three have now relapsed, and it is thought unlikely that 
they can achieve remission again, and are now also likely to die. Only one 
of the remaining sample is alive and well, and expected to survive. Using 
qualitative methodology means you spend long amounts of time, not only 
interviewing the co-researchers, but listening to their interviews, 
transcribing them, reflecting upon them, and then re-reading and coding for 
themes and meaning units. These co-researchers are very real subjects, 
not just a sample, who remain faceless, and a statistical figure. It would be 
difficult not to be moved by their voices, by their experiences, and their very 
wishes to be able to be useful, and to be able to contribute to the 
development of adolescent awareness in the hospital in which I work.
My interest in adolescents and their creativeness, and differences from 
children and adults, promoted the idea for this research. Together with my 
background in family therapy, and system’s theory; I acknowledged that my 
bias will be towards adolescent developmental issues, families and wider 
social systems. In order to overcome this bias, I attempted to be as open as 
possible to other themes which emerged.
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I did not anticipate the overwhelming therapeutic process of completing the 
research and the interviews for the co-researchers. The co-researchers 
found the feedback of the descriptions an enlightening process, which 
enabled them to be reflective and showed a clear need to really be listened 
to, without prejudice, and to then show that their voices and words have 
been heard and understood. Seeing their words and thoughts on paper was 
a cathartic experience for many of them, and the transcripts have been 
used and shown to many people. This has encouraged me to use this type 
of feedback in clinical practice, particularly with adolescents who need 
feedback, and recognition and respect that their views are being taken 
seriously.
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CONCLUSIONS.
The purposes of the study were to discover what it means to be an 
adolescent and then to be diagnosed with and treated for cancer; and to 
discover what impact the setting in which the adolescent is treated, has on 
the adolescent. To understand the adolescent’s perspective, I used 
phenomenological methodology, which is both a philosophy and a research 
method, which asks what is the meaning of a lived experience. I used this 
methodology, as it allows the co-researchers to express what having cancer 
has meant to them, in their own words, using in-depth interviews, which are 
taped, transcribed and coded according to themes of meaning units. The 
overwhelming reflection from the co-researchers was that the experience of 
being diagnosed with and treated for cancer served to make the adolescent 
evaluate who they were, and concludes that they needed to be recognised 
as adolescents first, and cancer patients second. It was important to be 
listened to and to recognise that having cancer has an impact on all areas 
of life; but that they strive to live as normal a life as possible. The setting 
was important to the adolescents, but what was crucial was that they were 
respected as people, that they were taken seriously, and that the fact that 
they were adolescents, with adolescent needs and feelings needed to be 
taken into account.
The results of the interviews, were supported in part by published literature 
about the importance of recognising adolescent developmental issues, 
issues concerning the meaning of illness, and psycho-oncology research 
about role of peers, and importance of recognising negative side effects of 
treatment for cancer. The results of this study suggested a need for 
contemplation about the role of social comparison theory in understanding 
how the adolescents view themselves by comparing themselves to other 
cancer patients, peers and family, and how the experience of having cancer 
underlined the importance of recognising adolescent developmental issues. 
It was also important to be taken seriously; and to be respected and 
listened to. The research also illustrated the importance of understanding
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how the co-researchers perceived their cancer, often in vivid metaphor 
form. To understand how they perceive cancer also illustrated an 
understanding of some of the creative coping and alternative strategies 
used by these co-researchers, and that there is a need to start to explore 
how they actually view, perceive and understand their cancer.
The five main themes that emerged were :
1. Importance of using metaphors in describing what it is like to have 
cancer.
The importance of really listening to how adolescents perceive and 
describe their cancer, and how these powerful descriptions illustrate vividly 
what cancer means to these adolescents. The metaphors, for some of the 
co-researchers were also used as part of their coping strategies.
2. Social comparisons.
It was illustrated that adolescents become self aware and perceive 
themselves and their identities, by comparison with others, and to their prior 
selves, by reflecting on who they are, and what really is important. The 
developing awareness of who they were was also accompanied with 
development and articulations about their philosophies of mind, and 
philosophies about life.
3. The importance of respecting the adolescents and their needs.
A unanimous issue was the need to be listened to, to be respected, and for 
staff, and family to have an awareness and understanding of who 
adolescents are, and what they need when being treated. There was also a 
reflected need to listen to their views concerning what was important about 
where they were treated, and how important it was to see them as 
adolescents first and patients second.
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4. The recognition of the importance of support from others.
The adolescents reported the importance of support from other people, from 
a wide range of individuals. There was particular reflection on the important 
roles that their families play.
5 Treatment side effects.
The treatment had striking effects on adolescents’ self esteem and 
confidence, mainly because of the severe side effects and how having 
cancer and treatment has an overwhelming impact on their lives. Having 
cancer, being treated, and then missing school/college/normal adolescent 
activities, was also noted to had an ongoing effect on developing 
relationships, and other adolescent tasks.
The use of qualitative methodology allowed the co-researchers to use their 
own language, which was essential in really starting to understand what it 
had been like for them. The research showed that the co-researchers were 
articulate in sharing their experiences, and genuinely wanted to have their 
opinions heard. Completing the research was a very moving experience as 
I listened and discussed with these co-researchers their hopes, fears and 
experiences, which at times were touching, reflective and sensitive.
There were several further avenues of work which were suggested by this 
study, and which could further develop awareness of the worlds of 
adolescent patients, and continue the development of adolescent 
guidelines, strategies and policies.
Future Research.
1. Further research into the relevance of metaphors, and the perceptions of 
cancer, and the possible links to coping strategies. The importance of really 
understanding the role of the descriptions and metaphors, both as an 
important insight into the real perception of what it feels like to have cancer,
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and how this may be used as a highly personal successful, and not so 
successful coping strategy, needs to be further researched. Research 
using personal metaphors as a potential therapeutic medium could also be 
investigated. Aiming to discover how these metaphors can be used 
therapeutically to aid insight, coping skills, and as a medium for explaining 
to others ( staff, parents, peers?) what having cancer really is like, and by 
using their own descriptions adolescents can have some personally 
generated control.
2. Linked to number 1, further research could concentrate on producing a 
tool, which could be used with adolescents to help them articulate these 
metaphors, and what coping strategies they currently use, and potentially 
helping them to discover alternative successful and unsuccessful coping 
strategies as well. In addition to a tool looking at metaphors, an 
understanding tool to discover the importance of being an adolescent, 
being diagnosed with and treated for cancer, could also be explored to 
make sense of the whole experience from the adolescents point of view. 
Such tools could potentially be used both therapeutically, and with others to 
gain an insight into the world of these adolescents, and used for further 
research.
3. In order to fully understand the relevance of the importance of metaphors 
and the perception of what it means to be an adolescent with a serious 
illness, useful comparative research could be carried out with other 
adolescents with serious illnesses, to discover their descriptions and coping 
strategies, and examine the differences and commonalties.
4.. Looking again into the potential relevance of metaphors, and the popular 
use of computer images, therapeutic use of such images and descriptions 
could potentially be explored and used therapeutically by developing 
computer software, to enable the adolescent to generate the image, and
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then work out how that image could be changed/used in order to enhance 
and understand coping strategies.
5. Research looking at the coping strategies the adolescents are currently 
using, what needs to be available, is an openness to alternative strategies 
and knowledge, and discovery about what fits into an adolescent lifestyle, 
and what really is important to them.
6. What do staff perceive adolescent needs to be, and how this is 
similar/different to the adolescents’ own perceptions, and to the adolescent 
families perceptions; how can service be improved to include adolescent 
awareness?
7. What can be done to address the devastating impact of side effects, if 
anything, and what would the adolescents themselves describe are the side 
effects they would most like to minimise; and what can be learned from the 
adult cancer population studies into side effects?
8. Further exploration of the role of social comparison theory, in 
understanding self awareness, and exploration of identity for adolescents 
with cancer, and again possible comparative research with other groups of 
seriously ill adolescents.
9. The exploration of written feedback for patients, and this may potentially 
be included more often as part of therapeutic clinical practice.
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Practical issues to be discussed with the multi-disciplinary teams at 
the hospital.
1. The real and perceived need for adolescent units, discussion needs to be 
at multi-disciplinary, national ( in the context of national adolescent service 
provision), adolescent and family levels.
2. To also consider the possibility of setting up adolescent clinics within the 
hospital, where access to others in the same peer group would be possible. 
This type of clinic would also need consideration by medical and nursing 
staff, as it could involve a possible change in how clinics are run, or 
perhaps nominating staff who have an interest in adolescent health. The 
hospital currently attempts to address some of the important age range 
issues, for those off treatment with young adult clinics; there is perhaps a 
need to consider those on treatment in the same way.
3. The setting up of a buddy ‘system, or adolescent group, where newly 
diagnosed patients can meet other patients, further down the treatment 
route could also be another way forward in recognising the need for access 
to other similar age group patients. These suggestions have obvious 
service implications, which will need to be discussed in a multi-disciplinary 
setting, to raise adolescent issue awareness, and contemplate these 
service issues.
4. Development of guidelines about adolescent issues, issues of 
competence, consent, decision making, and adolescent development, for 
use with multi-disciplinary teams within the hospital, ideally for use across 
both paediatric and adult wards, until such time when clear adolescent 
policy about the appropriate placements of adolescents is drawn up.
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5. Further research into developing adolescent policy, and adolescent 
strategies, for use within the hospital, and also initiating links with national 
adolescent policy guidelines.
6. Further research into the possibilities of reducing treatment side effects.
7. Implementation of an anonymous ongoing feedback forum for patients 
and their families at the hospital, aiming to discover from the patients and 
families themselves, what their needs are, and what could usefully be done 
differently, suggestions from any party. If such feedback could be elicited at 
any time, rather than having to wait for a specific research programme, an 
ongoing picture of the changing needs of the population would be readily 
available, and hopefully problems and useful suggestions picked up early.
The use of qualitative methodology allowed the co-researchers to discuss 
sensitively what it has meant to be an adolescent and then to be diagnosed 
and treated for cancer. This research has allowed an insight into the 
creative metaphors used by adolescents, the different types of coping 
strategies, and the overwhelming need to respect adolescent 
developmental tasks and to really listen to what they are saying.
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physical development, is an overwhelming challenge to an adolescent’s identity and 
perceptions. A review of literature suggests the adolescent can present with a wide, and 
sometimes contradictory variety of problems and coping strategies (Stehbens 1988). The 
literature has mainly focused on parental or staff ratings; using standardised instruments 
(Varni & Katz 1987, Ellis 1991, Bradlyn et al 1993 & Eiser 1995). Qualitative research looks at 
the experience from the adolescent’s own point of view, using the adolescent’s words to 
understand the complexity and meaning of experience (Morse 1994).
The adolescents in the Royal Marsden NHS trust are currently treated in both paediatric and 
adult settings, and there is no agreed hospital policy for their treatment.
It is proposed to use qualitative methods to interview a sample of adolescents across both 
settings to gain a greater understanding of their experience and coping mechanisms, and what 
in their view could be done to best meet their needs. The results could then be used to start 
developing a working model for adolescent policy.
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6) MAIN AIM OF PROJECT
To discover adolescents’ perceptions and experience of being diagnosed with and treated for 
cancer.
7) SUBSIDIARY AIMS (IF ANY)
To ascertain what could have been done differently, from the adolescent point of view, to best 
meet the needs of this population in the hospital setting.
8) BACKGROUND TO PROJECT INCLUDING BRIEF REVIEW OF PREVIOUS
WORK
Adolescence
Current research into adolescent behaviour has concluded that contrary to the earlier held 
belief that adolescence is a time of profound inner turmoil and outward conflict; adolescent 
behaviour is perceived more to be a function of several interdependent factors, taking into 
account inter-individual differences, biological, psychological, social and cultural factors. 
The consensus of opinion is that adolescence is a period of development that requires 
multiple changes. ( Powers et al 1989) The particular importance of relationships with 
others characterises adolescence and these social relational perspectives are well known 
to play an influential part in an adolescents’ ability to cope with life. (Laursen & Collins 
1991).
Adolescence and cancer
Having a diagnosis of cancer at such a time of change is an overwhelming challenge to the 
adolescent’s identity and perceptions. Suddenly the adolescent is no longer in control of 
his or her body, is parted from peers and quickly is propelled into a strange intimacy with 
parents from whom they had started to separate. Literature offers a confusing and 
contradictory view of how adolescents cope with cancer and its treatment. Often it is 
reported that adolescents do not comply with treatment, and it is suggested that complex 
psychological problems underlie this behaviour. (Ellis 1991). Treatment for cancer means 
adolescents are faced with changes in physical appearance, and side effects which 
greatly affect how the adolescent views him or herself and can have serious impact on self­
esteem and self-image. (Adams & Deveau 1984). Conversely it is also reported that some 
adolescents who have survived cancer show more positive feelings in self-concept that in 
comparison groups. (Anholt et al 1993).
Studies looking at Psychosocial functioning of adolescents being treated for cancer tend to 
use parent ratings or formal instruments to measure specific dimensions of coping or 
behaviour. (Eiser 1990, Anholt et al 1993). This limits the understanding of the 
adolescents’ perceptions, and often the direction of analysis is uni-dimensional and limitec 
in applicability and usefulness. To understand what the experience is really like from the 
adolescent point of view, qualitative methods , using open ended questiqns, can discover 
the meaning of being diagnosed and treated for cancer.
Part I, 5
Study methodology
Qualitative research methods will be used to gain insight into the perceptions and 
experiences of the adolescent population (subjects), from their point of view. Qualitative 
research uses an interpretative, approach attempting to make sense of phenomena in 
terrrfs of the meanings people bring to them. (Denzin & Lincoln 1994).
Sample
The qualitative research method (phenomenology) is designed to describe the essence of 
a given phenomenon, and subjects are purposely selected because they have lived the 
experience being investigated. (Baker 1992). The sample size will be small because the 
purpose of the study is discovery not verification, and the sample will be non-random. 
(Waxier- Morrison et al 1995). A sample size of 8 patients is considered sufficient to study 
the phenomena in the research question.
Data collection and data analysis
The aim of qualitative research is to describe the world as experiences by the subjects, 
the only legitimate source of data is from informants who have lived through the 
experience. ( Baker et al 1992) The data will be collected from semi - structured, open 
ended interviews aiming to collect comprehensive accounts of the experience being 
studied. ( Moustakas 1994). The interview will be tape recorded, in order to concentrate on 
the subject and conversations, and the recording will be transcribed^
The data from the interviews will be content analysed, using precise data management 
methods to identify segments of data that reveal some aspect of the phenomena under 
study. The transcripts will be coded into these segments of meaning (themes). (Waxler- 
Morrison et al 1995). these themes will be collated across the individual transcripts to 
uncover the general description of the experience.
Detailed confidential records will be kept throughout the study to outline data collection, 
analysis and management practices.
General interview guide.
Encourage subject to tell the story how he/she was diagnosed with cancer.
What has happened since diagnosis, what it has meant to him/her; what feelings were 
generated by the experience.
What events/issues/thoughts were particularly memorable, and why.
How did the experience of having cancer affect him/her.
What changes did you associate with the experience.
How did the experience affect significant others in his/her life.
Was there anything that helped/did not help to get through the experience.
Was there anything which could have been done differently, to best meet your needs.
Has all that is significant to the experience been shared, if not then please elaborate.
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Validity
In qualitative research the crucial discovery is if the data reflects the meaning and 
experience as lived by the informants. It is important to allow the subjects to have free 
recall of information, and to use their own words to describe the experience. Respondent 
validation will bd used to take the results back to the subjects to verify the findings.
(Silverman 1993)
Reliability
In qualitative research reliability is shown by the ability to consistently assign and code the 
transcripts and themes across subjects by the researcher. The precise documented 
methodology and availability of the coded transcripts will ensure that the data is available 
for reliability testing.
Ethical considerations
Adolescents and their parents will be invited to take part in the study, discuss with the 
researcher the aim, purpose and content of the study and given an information letter to 
peruse. If verbal consent is given then signed consent will be obtained prior to the 
interviews.
It will be made clear that all information will be confidential and anonymous, and that 
participation in the study is voluntary and that they can withdraw from the study, or stop the 
interview at any time. It will also be stressed that taking or not taking part on the study will 
not affect in any way their treatment at the Royal Marsden.
The tapes, transcripts and analyses will be kept in a secure locked cabinet, and all 
subjects will be assigned a research number to guarantee anonymity.
It will also be made clear to subjects and their parents that should the subject become 
distressed, or the interview bring up issues not previously addressed, then the researcher 
(the child and adolescent clinical psychologist on the unit) will offer support and advice, or 
appropriate referral to other agencies if this is what is wanted by the individuals concerned.
Part I, 7
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7 ' I
9) TRIAL DESIGN/PLAN OF PROJECT
June 1996
Discussion with medical and nursing staff.
Approach adolescent’s and their families to introduce the study.
July 1996
Obtain written consent
Carry out and transcribe the interviews
August 1996 
Data analysis
September 1996 
Write up results
Feed information back to adolescents and Paediatric Unit staff.
(Please include full details of treatment and/or interventions)
10) PATIENT ELIGIBILITY 
Inclusion criteria
Written consent from adolescent and parent
Adolescent patient and parent understand aim, purpose, and method of the study 
Patient aged between 14 -18 years old 
Patient able to understand and speak English 
Adolescent patient diagnosed for at least 4 months
Exclusion criteria
Patient unable to understand English
11) ESTIMATED NUMBERS OF ELIGIBLE RMH PATIENTS/SPECIMENS/ETC.
40 over 12 months
12) ESTIMATED ACCRUAL RATE
8 over 1 month
13) ANTICIPATED STARTING DATE
July 1996
14) PROJECTED CLOSING DATE
August 1996
Part 1,11
15) EVENTS TO BE MEASURED (e.g. death, relapse, onset of pain, survival)
Adolescents concepts o f:
What happened to them
What it is like to be diagnosed with and treated for cancer 
What particular issues/events were important
How did the experience affect you, what changes do you associate with the experience 
What thoughts stood out in your mind 
what helped to get through the experience 
what was not helpful
what could be done differently/what type of things could be done differently to best meet their 
needs.
16) STATISTICAL CONSIDERATIONS (e.g. probability of achieving various magnitudes of result; 
justification for number of patients/samples)
This is a qualitative study, sample is small, 8 patients, chosen because they have lived the 
experience being investigated. The small number allows in depth content analysis to illuminate 
richness of experience ( Baker et al 1992)
16a) (IF MULTICENTRE, SPECIFY NUMBER OF CENTRES AND ESTIMATED ACCRUAL TO EACH 
AND SPECIFY TRIAL CENTRE AND WHERE TRIAL DATA WILL BE HELD.)
N/A
17) OTHER PROJECTS INVOLVING SAME PATIENTS IN RMH
(including Protocol Numbers)
None
18) RELATIONSHIP BETWEEN THIS PROJECT AND OTHERS IN RMH/ICR
Protocol Number 976 - Development of a quality of life measure for use in Paediatric
Oncology - a pilot study.
Psychological Medicine Project looking at adolescent quality of life issues will include some of 
the same age group, but the patients were at a later stage of treatment ( all off treatment for at 
least 6 months).
Protocol Number 762- Adjuvant Psychological Therapy for families of children with cancer. 
Psychological Medicine intervention study, will be some overlap with age range, but patients 
were at earlier stage of treatment ( all newly diagnosed).
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20) SOURCES OF FUNDING AND AMOUNT OF FINANCIAL SUPPORT FOR THIS 
PROJECT
1 DRUG SUPPLY (IF RELEVANT)
2 PHARMACEUTICAL FUNDING (SPECIFY DETAILS)
3 CRC/MRC/OTHER RESEARCH BODY SUPPORT (SPECIFY DETAILS)
4 RMH DISCRETIONARY FUND (SPECIFY AMOUNT AND FUND HOLDER)
I approve submission of this application to the CCR/REC.
Signature__________________________ (Group Head) Date__________________
^ Parti, 12
?
19) RMH RESOURCE IMPLICATIONS
PLEASE SPECIFY ANY INCREASED REQUIREMENTS OVER EXISTING SERVICES
1 * RECRUITMENT OF NEW PATIENTS TO RMH
2 INPATIENT SERVICES
3 OUTPATIENT SERVICES
4 THEATRE SERVICES
5 RADIOTHERAPY SERVICES
6 DRUGS
7 DISPOSABLE STERILE EQUIPMENT
8 HISTOPATHOLOGY
9 HAEMATOLOGY
10 BIOCHEMISTRY
11 NURSING SERVICES (NURSE SPECIALISTS)
12 RADIOLOGY
13 NUCLEAR MEDICINE & ULTRASOUND
14 DATA MANAGEMENT
15 COMPUTER/STATISTICS
16 NEW EQUIPMENT
17 OTHER RMH I ICR SERVICES
NB IF INCREASED RMH RESOURCES REQUIRED FOR THIS PROJECT THESE MUST BE 
AUTHORISED BY THE RELEVANT UNIT/GROUP/DEPARTMENT HEAD BELOW
Unit/Group/Department Head Signature
N/A
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P A R T II
APPLICATION FOR ETHICAL PROVAL
1 SUBJECTS
A) Number i) RMH (total for whole study) 8
ii) Multicentres (if applicable) N/A
B) Diagnosis (including healthy volunteers, etc.)
ADOLESCENTS WITH DIAGNOSIS OF CANCER
C) Stage(s) of disease, if relevant
N/A
D) Will the subjects include:
i) Women at pregnancy risk No
ii) Pregnant women No
iii) Persons under the age of 18 Yes
iv) The mentally ill or mentally handicapped No
v) Foetal material No
vi) The recently dead No
If any of the above may be included, please explain why this is necessary.
THE STUDY IS LOOKING AT THE PERCEPTIONS OF ADOLESCENTS WHO ARE BEING 
TREATED FOR CANCER, THEREFORE PERSONS UNDER THE AGE OF 18 WILL NEED 
TO BE INCLUDED.
2 Drugs
A) For all drugs please state dosages, estimated duration and regulatory status, i.e. 
whether it has a Clinical Trial Certificate (CTC) or Exemption (CTX); or a 
Product Licence (for this indication [PU] or not for this indication [PLN]), or a 
Personal Exemption (PX)
0,
Part II, 2
I - DRUG Dosage Duration Regulatory
status
1
2
3
4
5
6
B) Human toxicology data for these drugs including dosages and known side effects
N/A
C) Animal toxicology data, if human data inadequate 
N/A
D) Will this trial involve administration of a placebo? No
E) Is this study sponsored or initiated by a commercial company? No
If YES, where a study involves a drug which does not have a PLI, the commercial 
company must provide a signed statement that it accepts and will abide by the 
guidelines (1991) of the Association of the British Pharmaceutical Industries 
(ABPI) on Clinical Trial Compensation or the ABPI's code of practice for 
Research on Healthy Volunteers, as appropriate. A copy of the company's 
statement should be attached.
3 RADIOPHARMACEUTICALS
If the project requires the administration-of radiopharmaceuticals to subjects, has 
the researcher received a licence from the Administration of Radio Active 
Substances Advisory Committee (ARSAC) to administer the radionuclide?
No
t
A copy of the relevant licence (or, if unavailable, evidence that an application for 
such a licence has been made) must be attached.
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4 PROCEDURES INVOLVED AND THEIR CONSEQUENCES FOR THE 
' RESEARCH SUBJECT
A) Specify all procedures involving the patient including blood tests, biopsies, 
endoscopy, etc. that would be required in excess of that necessary for normal 
management of the subject. Specify any hazards of such procedures and the 
degree of discomfort or distress likely to be entailed.
UNDERTAKING A TAPED SEMI STRUCTURED INTERVIEW.
B) What will be required of the subject as a direct consequence of his/her 
participation in the project, i.e. additional out-patient appointments, in-patient 
admissions?
APPROXIMATELY ONE - TWO HOUR INTERVIEW DURING OUTPATIENT 
VISIT OR INPATIENT STAY.
C) What radiological investigations, including radiology, nuclear scans, ultrasound 
scans and magnetic resonance imaging, are to be carried out under this Protocol 
which are in excess of your basic care plan for these patients?
N/A
D) What is the anticipated duration of the subject's participation?
ONE-TWO HOURS
E) What are the potential benefits to the subject as a consequence of his/her 
participation?
TO VENTILATE EXPERIENCE, AND TO HAVE THE OPPORTUNITY TO 
EXPUMN TO THE PAEDIATRIC UNIT STAFF WHAT IT REALLY LIKE TO BE 
DIAGNOSED WITH AND TREATED FOR CANCER. TO ALSO HAVE THE 
OPPORTUNITY TO BE ABLE TO HAVE THEIR VIEWS INCLUDED IN 
DISCUSSIONS, POTENTIALLY LEADING TO A DRAFT PROPOSAL OF AN 
ADOLESCENT POLICY.
F) If the drug treatment or intervention is not expected to benefit the individual, are 
any hazards judged to be negligible? If not, justify the project.
G) Will the subject be required to submit to or complete a questionnaire? No
If Yes, a copy of the questionnaire must be attached.
Part II, 4
5 CONSENT. RECRUITMENT AND CONFIDENTIALITY
A) What mode of consent will be sought from subjects (or parent/guardian) being 
asked to participate, i.e. verbal, signed?
SIGNED
B) If it is not proposed to seek signed consent, please state the reason why.
C) Is it proposed to record consent using either the RMH signed or verbal consent 
forms? Yes
If No, please submit proposed alternative.
D) What written information will be given to the subject? A copy of the proposed 
information sheet must be attached. If it is not proposed to use a written 
information sheet, please state why.
SEE ATTACHED LETTER
E) Will the subject's General Practitioner be informed of his/her
participation in the study? Yes
If Yes, please submit a copy of the information that will be given.
If No, please state the reason why.
SEE ATTACHED LETTER
F) If healthy volunteers are to be sought, what methods of recruitment will be used? 
Please attach a copy of any advertisement etc.
G) If data relating to individual subjects will be made available outside the Hospital, 
how will confidentiality be maintained?
NO RAW DATA WILL BE AVAILABLE OUTSIDE THE HOSPITAL
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6 FINANCIAL INTERESTS
A) Are there any personal or departmental financial interests or other similar
benefits relating to this project, not previously mentioned in Part I of the
application form?
If Yes, please specify.
B) Are there anv Davments to he made to research subjects?
Signed...............................................................................Date
(Consultant in Charge)
PLEASE RETURN THIS FORM TO:
Mrs Marjorie Kipling, Chester Beatty Laboratories, ICR, Fulham Road (ext. 5209)
Sianec
(Principaphvestigator)
U 
J
Protocol No. 1304 Adolescents' perceptions and experience of being diagnosed with and
treated for cancer. Professor C R Pinkerton and Lesley Edwards (Paediatric Unit)
I have received Lesley Edwards' letter of 11 July explaining that this study will be 
submitted as part of her thesis for a Doctorate in Clinical Psychology. I assume that is the 
reason why the study needs to be completed in a short time.
I note that the Committee's concerns have been discussed with Sara Faithfull, and that 
the small sample was chosen as a large amount of data is anticipated, and in order to analyse 
the information the sample needs to be a manageable minimum.
On this basis, the application is now approved, and will proceed for consideration by 
the Research Ethics Committee.
With best wishes,
Yours sincerely,
(Chairman, CCR)
cc. Research Ethics Committee 
VLesley Edwards
281
(■
Patient No...............
WRITTEN CONSENT TO PARTICIPATE IN A RESEARCH STUDY
Title of study : Adolescents’ perceptions and Protocol No: 1304
.. experience of being diagnosed 
with and treated for cancer
SECTION 1 TO BE SIGNED BY THE PATIENT.
I .......................................................... consent to participate in the above research
study. The purpose and nature of this study has been fully explained to me by 
Lesley Edwards ( Child and Adolescent Clinical Psychologist).
I understand that my participation in this study is entirely voluntary and that I 
may withdraw from it at any time without giving a reason, and without jeopardy to 
my future care.
I also understand that if I withdraw from this study, I will continue to receive the 
best conventional treatment that is available.
If I have further questions regarding the study at any rime, I should contact 
Lesley Edwards ( Department of psychological Medicine)
Signature of patient............................................................ Date....................
SECTION 2 TO BE SIGNED BY THE DOCTOR/PSYCHOLOGIST.
I,.......................................................declare that the purpose and nature of the
above research study has been explained to the above person in writing ( see 
attached) and verbally. This explanation included a description of the 
procedures involved, possible benefits to the patient, potential risks or side 
effects and the expected duration of the patient's participation.
Signature of Doctor/Psychologist.......................................  Date...................
SECTION 3 TO BE SIGNED BY AN INDEPENDENT WITNESS
I...................................................declare that in my opinion the patient has
understood the purpose and nature of the above study. He/She was given the 
opportunity to ask relevant questions and his/her consent was given freely.
Signature of witness............................................................ Date..................
Designation..........................................................................
SECTION 4 TO BE SIGNED BY THE PATIENT. This section will be completed 
after the interview has taken place and been recorded.
I;................................................. have given my consent for the interview to be
tape recorded. I understand that the tapes will be typed out and the tape 
recordings will then be destroyed.
Signature of patient Date
{' '
Appendix 2
PATIENT INFORMATION SHEET
STUDY OF ADOLESCENTS’ PERCEPTIONS AND EXPERIENCE OF BEING 
DIAGNOSED WITH AND TREATED FOR CANCER.
We would like to invite you to take part in a study looking at what it is like to be 
diagnosed with and treated for cancer from an adolescent’s point of view. We 
are aware in the Children’s Unit that there are many aspects of treatment and 
care which are different for patients in your age group. Some are treated in 
children’s units, some in adult units; and we are anxious to learn more from the 
patients themselves, in an attempt to understand and learn, and possibly 
improve resources.
The study will consist of an interview with you for 1 - 2 hours with Lesley 
Edwards ( Child and Adolescent Clinical Psychologist) which will be taped so 
that we can concentrate on what has been said. The tapes will then be typed 
out, and the original tape recordings destroyed. All information will be kept 
confidential, and your name will not appear on any paperwork. The 
confidentiality will also extend so that your parents will not know what you have 
said; unless of course you wish to discuss with them any issues that may arise. 
Your general practitioner (GP) will be informed that you are taking part in a 
research study, but will not be told what you have said.
Your participation is totally voluntary and you can stop the interview at any time. 
Not taking part in the study will not affect your treatment here in any way.
If you would like any other information please contact:
Lesley Edwards
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PARENT INFORMATION SHEET
STUDY OF ADOLESCENTS’ PERCEPTIONS AND EXPERIENCE OF BEING 
DIAGNOSED WITH AND TREATED FOR CANCER.
We would like to invite you and your child to take part in a study looking at what 
it is like to be diagnosed with and treated for cancer from an adolescent’s point 
of view. We are aware in the Children’s Unit that there are many aspects of 
treatment and care which are different for patients in this age group. Some are 
treated in children’s units, some in adult units; and we are anxious to learn more 
from the patients themselves, in an attempt to understand and learn, and 
possibly improve resources.
The study will involve an interview with your child for 1 - 2 hours with Lesley 
Edwards (Child and Adolescent Clinical Psychologist) which will be taped so 
that we can concentrate on what has been said. Once the tapes have been 
typed out, the tapes will be destroyed. The information will be kept confidential 
and your child’s name will not appear on any paperwork, in accordance with 
normal standards of medical confidentiality and the Data Protection Act. 
Confidentiality of what your child talks about will be enforced, and no 
information from the interview will be shared with his/her parents unless the child 
wants to tell you him/herself. In line with normal medical practice, your child’s 
General Practitioner will be told that your child is taking part in a research 
study.
Your participation is totally voluntary and your child can stop the interview at any 
time. Taking or not taking part in the study will not affect treatment here in any 
way.
If you need further information, or if you have any questions, please contact:
Lesley Edwards.
Appendix 3
Table of co-researchers
Research
number
Age Sex Where
treated
Diagnosis Current health 
status
1 17 F Adult Lymphoma Dead
2 15 M Paediatric Bone Cancer Dead
3 15 F Paediatric Lymphoma Alive & well
4 15 M Paediatric Lymphoma Relapsed
5 18 M Adult Bone Cancer Dead
6 17 M Adult Brain Tumour Relapsed
7 17 F Adult Soft tissue 
cancer
Relapsed
8 17 F Paediatric Leukaemia Dead
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Appendix 4.
Interview guide.
• Encourage co-researcher to tell his or her own story of diagnosis and 
treatment.
•  How were you diagnosed with cancer?
• What has happened since diagnosis and what has it meant to you?
•  What feelings have been generated by the experience of having cancer?
• Can you describe what it is like to have cancer
• How has the experience of having cancer affected you?
• How has the experience of you having cancer affected others?
•  Family?
•  Friends/close friendships?
• What has helped you to get through this experience?
• What did not help you to get through this experience?
•  What was not helpful?
• Has anything been particularly memorable during your treatment?
• What do you think is the difference between being treated on an adult or 
on a children’s ward?
• What does an adolescent need when being treated for cancer?
• How have you got through the diagnosis and treatment,
•  What have you done to get through it?
• Is there anything else important about the experience of being an 
adolescent and treated for cancer which you would like to add?
•  Have we left anything out?
Key
• Interview guide questions
•  Additional prompt questions, including:
Can you explain a little bit more, clarifying issues, checking that I understood 
what had been said, summarsing what had been said.
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Appendix 7
BROTH ERS«
Below is a photo of myself and my twin brother outside our home.
A companion and friend,
My twin brother,
Helping my heart to mend,
His platonic love shall no cost incur.
He looks over me 
And cares for me 
The way it should be 
And my happiness he helps oversee.
I am proud of him 
And say Thankyou for 
He makes it bright when things are dim 
A companion and friend for sure.
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LISTENER
She was there 
In those times of despair 
To hear my heartache 
And some of the pain break.
To share my soul’s torment 
Meant time well spent.
She bolstered me against winds so strong 
During my illness so long.
She was a part of my shield, 
Against the dark knight of Cancer 
Fought on the battlefield 
So for her help I thank her.
'Jf
MUM.
Mum and Mysen.
Imagine your'e a lily 
Floating on a river so calm’
She said soothingly 
As they put the needle in my arm.
She is always there 
To hold my hand when I'm scared 
And to listen 
When my salty tears glisten.
Ready to fight 
For her sickly son 
Or stay up all night 
When her own fears she will shun.
She helps restore Health 
And teach Love's wealth.
She brings a gift of Peace 
Wrapping me in her Love's warm fleece.
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Appendix 8 
Pat no 6
I- how were you diagnosed with cancer ?
p-em, I had what seemed to be a viral illness because of where the tumour 
was placed in my brain, on the hypothalamus, I had hot temperatures, hot 
flushes, sweats that sort of thing, and my GP thought that it was almost a sort 
of teenage thing. It wasn’t until my eyesight became problematic, and I went 
for a scan in the UK in my General Hospital, that they thought that there was 
a problem, even at that point the radiologist was not there, and they read the 
scan incorrectly, and misdiagnosed me, sent me home. Told me not to worry, 
and to come back in a bit, and obviously I got worse and was flown up to 
London, and I went to the Hospital in London in and had the brain operation, 
they saw the tumour and found out what it was.
I- how long did it take for all that?
p- I’m not really sure, cos. I was not with the rest of the world at the time, I 
was very confused, and way-out at the time, but it was a matter of a couple of 
weeks, it was not a quick process.
I- what has happened since your diagnosis, and what has it meant to you? 
p-well I was diagnosed in may with chorio carcinoma of the hypothalamus, I 
had 3 courses of chemo in London, moved down to local General Hospital, 
after a little rest at home, then had treatment in my local hospital, in total 12 
courses with a number of intrathecals, into my back, into the cerebro-spinal 
fluid, then all the markers and things went down, and the scans seemed 
relatively OK, and I was given more or less the all right, as far as oncologists 
do. Then about a month and a half ago, my markers went up, and a new scan 
showed that there was a new tumour, on a different area of my brain. I was in 
the local hospital for a little while, then we had a few problems with the 
specialist down there, in the patient relationship, and so we felt it was better 
to come to this hospital. Because of the expertise, particularly.
I- could you explain what the problem was, because it is useful to know what 
sort of problems you have had?
p- really it was that this doctor was rude, he did not look into my..., because 
my case was very unusual, I mean to get two brain tumours , is highly strange 
anyway, particularly the type that I had. urn and he did not want to look into 
other colleagues files, so to speak, he did not want to consult other 
specialists about my treatment, he just wanted to go ahead and do his own 
thing. He was one of these doctors that gets territorial about his little 
specialities, as they sometimes do. The other thing was that he felt that I did 
not really need my parents there with me, I feel that I do, as my advocates, 
because when you are an ill patient, you sometimes need someone to speak 
for you. He sort of said, oh you don’t need them here, they can go shopping, 
or something. That was his sort of attitude.
I- so it was not giving you the choice, about that decision, 
p- not really.
I-- he seemed to be saying, well they have got to go. 
p- more or less.
I- so that relationship.
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p- broke down basically, then we felt, my father is a medical doctor, and he 
has a few connections around the place, and eh, we understood that this is 
one of the best places to come, so we made the move and I really felt 
confidant that it is the best thing that I have done.
I- right, and now you have started treatment here.
p- yes, I am currently having my 3rd bag of chemo, I had my first dose last
week, and I started again yesterday.
I- what feelings have been generated for you, during your experience of 
having and being treated for cancer ?
p- the obvious ones of why me? I have talked to other people who have 
cancer, and that is the immediate thing, why do I deserve this ? I was a 
perfectly healthy 17 year old, doing my A levels, getting on with my life, 
hoping to go and study law, and wham, you are suddenly struck down by 
something that is life threatening, and it is very difficult to cope with, 
it was very strange, I was really confused about things, I woke up in hospital 
and immediately felt a bit better as I was placed there and did not have to 
gradually have to slide into it. From a point of being more with it. em, also the 
result of the tumour is that things like change in body image, I have a lot of 
stretch marks and my weight has gone up by quite a lot, and that has lead to 
me feeling very unconfident about myself, and my self esteem. I have an 
identical twin, and it is quite hard for both of us to see how we were before as 
a pair, and you know it is difficult to also find myself, feeling that I am 
attractive and things, to women and girls.
I- yes I can understand.
p- anger and quite low depression , very depressed, I mean I have wondered 
about whether I am going to die, but not on a major way, this time around, on 
a practical basis I have made a will and written a letter of wishes to my 
brother, just from a purely practical thing, and I had a chat with mum about 
what I wanted to do if I did pop my clogs, urn about having a funeral and 
things. This time I was more with it, and I felt, it is a second cancer, and a 
second time around, there is that risk really, anyway you have to be practical 
about these things.
I- and the brother you are writing to , is it your twin?
p- yeah, I’d give everything to him, and my other family would get momentos,
I decided that I would have a bus party.
I- oh right!
p- which is...m what happens at home, is that everyone, for a party or 
whatever for an 18th, they hire a bus from the local bus company, and do a 
pub crawl on the bus, in fancy dress.
I- oh wonderful.
p- so I would have a wake on a bus.
I- excellent, excellent, you would have fancy dress as well ? 
p- yes.
I- yes, if you are going to plan it, plan something like that.
p-1 wrote a little poem about that actually, what I would like for my funeral,
everyone would have to wear wacky ties to my funeral.
I- so, you really have thought about it.
p- yes, it is serious, but it is to get it out of the way really.
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I- that is an amazing thing to be able to do.
p- yes, I have it done by the advocate in at home, signed it all, all that kind of 
thing.
I- any other kind of feelings that you have had ?
p- urn, why me and so on, why a second time, I suppose in a more positive 
light, there are things that have changed my character for the better. I feel 
that I am a more open person, much more, oh what is the word, I feel that I 
can talk with people.
I-1 have heard that a lot from people, it is really interesting, 
p- it is interesting, because when you have cancer, it is one of those things 
where you go on to a ward, and although, it is easier to talk to someone your 
own age, and your own circumstances, class, whatever, you can just open up 
totally about cancer, and it just does not matter, you can say, well I was 
puking my guts up, or not, or here is a little tip to get through it. Just that 
instant camaraderie, brotherhood kind of thing, you also get that with more 
people as well, it really tempers your character, more softer.
1-1 have also heard that before as well. Particularly all the adolescents that I 
have been speaking to, it seems to be a common experience, 
p- because this cancer group that I am in, help adolescents with cancer 
(hawc) a lot of people in the group say that as well, that it really changes their 
attitudes as well to life and so on.
I- could you describe for me what it is like to have cancer, 
p- ha, ha, ha, what a big question! cancer it sometimes depends on the day 
and the mood that you are in, it can be a total devastation of your life and you 
have no comprehension of why, or how, or the meaning of it, but then on 
other days, it seems that it is something that is happening to you, and there 
must be a purpose and an end. Perhaps that sounds a bit soul searching and 
philosophical, but when you are hooked up to a drip, and are ill, you have 
time to think about these issues, you go through your mind, and you think, 
perhaps there is a purpose for this. It is meant to do something for me, or for 
other people. I mean perhaps that is what cancer is there for, am not trying 
to blow my own horn or anything, but I feel a lot of people have got inspiration 
from me , you know.
I-1 am sure that is right.
p-1 have written a book of persons, I wrote one called the crab, I compared it 
to cancer the crab out of the zodiac, and it is rather like a shadow moving 
over you, somehow sort of multiplying, in your mind, something insipid 
(insidious), rather dark and nasty. There are things that you can get from any 
situation that are good so, I think you have to strive for those, 
look at the poem ( Appendix 7).
p- it is the whole thing something moves in on you takes over, (shows the 
crabs body over his, the legs and pincers surrounding him)
I-1 have heard some really interesting explanations of what is like, now you , 
and the crab and the cancer, lots of really interesting, I think that is the kind 
of thing which might explain to other adolescents what is it like, 
p- yes, yes.
I- it is your language, excellent, anything else?
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p- at times you obviously get the thing, am I going to die ? quite straight up, I 
ask those issues at the beginning if my treatment and so on.
I- and who do you ask them to ?
p- Dr, who is my chief consultant, and he was straight and said, you might 
die, but there is a reasonable chance that you won’t, so he was straight about 
that, and, I feel that is good for me, rather than beating around the bush and 
so on, I feel you know from a teenage viewpoint, you can’t be eh, all sort of 
hush, hush about it, you have to be truthful and honest. We are not children, I 
mean, there are certain issues ...as a teenager, you are not grown up to cope 
with it in the same way as an adult, because you have not seen so much of 
life, but you have seen a fair old bit. We are teenagers with cancer, not 
cancer patients who happen to be teenagers.
I- yes exactly, I think honesty is crucial, otherwise it can be quite patronising, 
p-1 like to know exactly what the chemotherapy is, what it does to me, what 
the actual, I mean, I did not find out for a long long time actually how 
chemotherapy works, nobody actually told me, I did not know what cancer 
was.
I- did you see any booklets or anything ?
p- well booklets, some are useful, but a lot are just booklets, you need an 
actual person to explain, what cancer does, and so on, no body really 
describes what the chemo does to the cancer or what the cancer was, not 
properly.
I- so when did you find out then?
p-1 got to know through leaflets and talking to other people, and my general 
own background, but no-one really explained to me what the whole situation 
was.
I- so how could you think you could have sorted it out ? is there anything that 
you could have done?
p- well perhaps if I had sat down with my consultant, just a practical, not an 
emotional talk, just practical things, you know you are going to have 12 
courses of chemo, cancer is this, this is what you have got, it divides so many 
times whatever, and the chemo is going to hit it at this point, this particular 
drug is at this week, and then, just purely practical things that you can lay out 
in your mind, the other thing about cancer is that it really messes up routines, 
and routines are very important in life, now you are in hospital and you are in 
a bed, and you don’t go to school, in the normal cycle of things you think 
great I get out of school, but school is important, you know you get up at 7, do 
your schoolwork, and you come home, and have your dinner and watch the 
box, do your homework, and you lose all that, if you have even some idea of 
week one I will have x , then at least you have an idea for how long , you can 
really set it out in your mind.
I- do you get given a protocol?
p-1 have seen it, I fell that I have access to that, if I want it, and they come 
and explain, but before I feel I did not have that.
I- we try hard to give people a copy, you can ask for it. because it is important 
for you to know what is happening where, although, of course things do vary. 
Any other important issues? 
p- not that I can think of at the moment.
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I- ok next, how did the experience affect you as a person? 
p- em, lets do the negative things first. It has changed me physically, in that 
my weight has gone up, and my body image has changed, I sweat a lot, I 
have lost self confidence, and esteem, and how I relate to other people, in 
groups. You see your contemporaries, you are held back, at stages, and you 
see your contemporaries maturing, and you feel in your mind that they are 
handsome and sort of thin, and nice and so on. And you know you feel fat 
and sitting in the corner, sweating buckets, really hot and grumpy, and you 
sort of have a self-perpetuating image which other people get, and they don’t 
respond to you, not how you really want them to.
I- no exactly, that is a is big one isn’t it.
p-1 mean, it is largely by physical changes that you lose self confidence, but I 
mean also, just the whole thing being hospitalised, and so on, you lose your 
social skills, just being not in a normal situation where you can go and talk to 
people. Just about. I had chemo today, what have you done ? You don’t have 
anything else to talk about. It is rather pathetic. On the positive side of things 
it has made me more positive, although I do get downers, more of a person, 
with different attitudes. I feel a more spiritual person too, I am more in touch 
with my emotions I think, to be more aware of what I am feeling, and to accept 
that, I am not afraid to cry if I want to cry, em, I think it is terribly important, 
but also religiously I feel I have grown uh, I ‘ve been....ised, ah confirmed, no 
not circumcised, I’m not Jewish ! ( ha, ha, ha) I have been confirmed, and go 
to church more regularly, I have a stronger belief, I have thought a lot about 
it.
I- what sort of things have you been thinking about ? 
p- that, you know, I have had quite deep thoughts in my mind about, what the 
nature of life and death, and spirit, and so on. I feel somehow that when you 
die, you have this sort of life energy, and it goes into a sort of ether around 
the world, and the lessons that you have learned, that life has learned in its 
lessons are transmitted to that, and then sent back, so that human culture 
and society can develop, from the lessons that it has learned.
I- wow, you developed that thought by thinking about it, that is deep, 
amazing, do you think of that quite a lot, or just every now and again, 
p- now and again, it is not anything I think about too much, but you know you 
do have time to think about these issues, when you wake up in the night, or 
whatever. That is my loneliest time, you do think about such things.
I- have you written any of this down ? 
p- not really , no, it is just in my head.
I- it is such a powerful thought, really powerful, potentially very far reaching,
like the world according to X.
p- ha, ha yes a new world religion ( laughs).
I- any other good ways, it has affected you ?
p-1 have a much better relationship with my parents, and my family.
I- ah, we are going to go onto that next actually, how is you having had 
cancer affected others, your relationships with them ? 
p- It has affected my parents relationship to me, and my relationship with 
them, in a very positive way, we are much closer, I can relate to them better 
and I feel that we get on, not that we got on bad before, but we somehow
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know each other differently, so well because we are spending so much time 
in close quarters, that we really instinctively know how the other one is 
feeling. I have this sort of special symbiosis with my mum I feel, if I wake up, 
at home, my room is below hers, and if I wake up in the night just the smallest 
noise will wake her, because she is so tuned in to me now. I feel I have got 
closer to him (dad) as well, he not so much, because he has not been with 
me, cos. he has had to work, but I feel I have got closer to him as well. I feel 
that is definitely a positive.
I- so it has made you closer, how else has it affected them do you think? 
p-1 think it has made, I don’t know really, dad is not really one to talk about 
things too much, I think it has made mum a stronger, more spiritual person, 
dad as well, but he does not talk about it so much. I think it is very hard for 
them to accept what has happened to me, also for dad being a doctor it is 
very hard for him not to be able to treat me really.
I-1 am sure it must be hard for him, what about the others ? 
p- again I think we have got closer, we have always been a very close family, 
but by this experience we have got that much closer together, with my twin 
particularly, we have always been close, but we are like that ( shows fingers 
crossed), for the benefit of the tape, crossing my fingers.
I- (laughs), I was going to say that! any other way it has affected your 
relationship with your twin?
p- not really, I think our brotherly love is so much more and things, he is very 
caring about me, he wants to look after me, he feels guilty obviously, that it 
did not happen to him, but he wants to look after me, and makes sure that I 
am all right, if I go out and I am not feeling very happy, then he will try and 
sort me out.
p- well you know I feel looking at him, he is nice and tall, and slim, and I am 
still stuck years back behind him now, I am probably maturing in other ways, 
but not physically and sexually, and so on, and we have changed in different 
ways, it was going to happen eventually, that we would split, go off to 
university, but not in this way really.
I- no it must be such a reminder.
p- urn, yes it certainly is, in a way I would have never have contemplated.
I- what about your relationship with friends ?
p- well interestingly I feel, this relates to the school, I was at a private school 
the first time it happened, and I think the whole ethos of the school, including 
the pupils was that, they did not care, they just did not know how to react, to 
them it was just rubbish basically, they did not do anything for me.
I- how long were you at that school?
p- well from 11 to 17, doing well, really being quite an active member of the 
school, and it is one of those schools where they say about pastoral care, 
and it is a big family, but when it came to the crunch, nothing, the headmaster 
never came to see me once, and that extended to my colleagues, they really 
did not help me at all, they did not see me and things.
I- that must have been difficult
p- what I wanted was not for me to have to ring people up I wanted people to 
ring me, and to say, you know, I’ll take you out, I did not want to ask people, I
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did not want to have to make decisions, I wanted people to come and take me 
out and do things.
I- yes I can understand that.
p-1 have moved schools, because I got so fed up with it, to the grammar 
school, and they have been very good to me. There is one chap there called 
Tim, who has organised every-one, done a video, they have been very good, 
and very supportive.
I- that must make a difference, 
p- big difference, yeah.
l-lt must make you feel kind of wanted, I think that is crucial.
p- You know, when you’re away from home, so far from home, you get this
terrible sense of isolation, you can’t relate, to what is happening at home.
I- exactly.
p- my whole life just becomes hospital.
I- yeah, you need that contact. They sound much much better.
p- yeah they are. I think it is interesting, because it is a mixed school, and I
feel that the boys attitudes are tempered by having females there.
I-1 think that is right, it does change attitudes definitely. It makes you think 
about emotions as well.
p-it does, the guys are much more sort of emotional and sensitive, how each 
other are feeling. There is one guy, who was worried that he had testicular 
cancer, and he just came up to me and talked to me about it, and felt just 
totally open.
I- how did you feel about that?
p- (laughs) just because I had a brain tumour, I did not mind because I had 
had cancer, and it was good for him.
I- what about other close friendships?
p-1 have not really had a proper relationship with a girl, the longest I went out 
with a girl was 3 months, she was a couple of years older than me. But I have 
not had a girlfriend for a long time, have not got off with a girl for a year, my 
previous contemporaries now having girlfriends, and having sexual 
relationships. I am still a virgin, I feel that I am 18 and I should have that by 
now. and be part of my life, and so on, but it hasn’t happened, and I just feel 
you know, when will I fully be able to express myself that way?
I- yeah, that is another big issue, for you to be able to face and deal with, do 
you feel that is a lot to do with the effect the treatment has had on you? 
p- yeah, it is partially to do with the original tumour, and my weight and so on, 
but also just my general, my nature has changed to be more sober, less 
confidant person.
I- so it is outside and inside really, it really has affected everything hasn’t it, 
your relationship with everybody, good and bad, it has changed a lot of 
things.
I- What has helped you to get through this experience? 
p- well initially one thing that I found very good was my parents of course and 
my family, just marvellous, was a psychologist, who was a clinical 
psychologist who became much more of a counsellor, and I found that was 
just marvellous, I could talk to someone independent, someone objective,
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who was not involved themselves, and could really just listen, without making 
judgements, or anything cos. the other thing is , if you talk to your parents, 
you have to protect them, because they are involved, and it is not just about 
one person, it is about the family and friends, 
l-exactly.
p- and if you can talk to someone who is not involved, they do become 
involved in the sense that they become close to you, In a professional 
relationship, but not in the same way, it really is a great help.
I- that sounds immensely helpful, what else has helped you? 
p- this help adolescents with cancer group, that has helped me a bit, not so 
much because there is no-one else in my local area in it, and it is harder for 
me to meet people, from the group, I have only met them, on the holiday, but 
that was a very useful experience, to know that people are going through the 
same sort of things.
I- anything else?
p- em, some of the nurses have been absolutely marvellous, there was one 
nurse down in my local hospital, who really looked after me spiritually, she 
would come in and just sit down and just talk to me, about how I was feeling, 
and she really looked after me, doctors in general do not have the time, are 
busy doing their rounds, they do not have the time to.
I- did they actually talk to you?
p-1 think in general I have always asked for things to be put straight down the 
line, factually, and I feel that that is the best way for me. I write poetry, and I 
am keeping a diary at the moment I find sometimes that pen and paper is a 
much better confidant than even an independent person, cos. you can, if you 
have the skill, and luckily I do have the ability to write reasonably well, and I 
can express myself sometimes better than I can verbally to another person.
I- any other creative mediums ? 
p- no, not really.
I- what about unhelpful things, what has not been helpful? 
p- the attitude of the doctor chap down in the first hospital, he was just a 
really funny bloke, and he sort of told me about other patients and stuff, and 
broke other people’s confidentiality, and I am sure he did it about me as well. 
Which was not very helpful, you know I don't really feel that down there they 
properly explained to me what regimes I was on. Em, the teachers at my 
previous school not coming to see me, not acknowledging it even, it is quite 
hurtful really when you have worked hard, and being quite an outgoing 
member and then, you know a good boy so to speak, at school, and you get 
no recognition for that. It wasn’t until my mum rang up, that a couple of 
teachers came to see me in hospital, they just did not come and see me, my 
headmaster just did not come at all. And my housemaster again down to this 
pastoral care thing, he moved to a road just 5 minutes away, and when he 
came to see me, he just stopped at the door.
I- gosh, an interesting type of pastoral care.
p-1 don’t know, whereas this school, all the teachers have sent me letters, 
personal letters and things, signing it Tina Watson, rather than Mrs Watson, 
and things like that.
I- that must make you feel more recognised as a person doesn’t it?
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p- yeah, I mean the whole way that I feel I have been treated at this school is 
much more adult really.
I- yeah, it is about respect as well, 
p- yeah , it is.
I- They should respect you as a person, what else has happened to you. 
p- the thing was, when mum spoke to my old headmaster’s wife, and she said 
’’well you know John can’t deal with hospitals, does not like hospitals, and 
that is why he can not come and see X” ( sighs) that sums it up really, You 
are meant to be in charge of what, 500 boys, pastoral care and all that, and 
when it came to i t , nothing.
I- have you had particular issues or feelings or events that have been really 
memorable for you?
p- em, I remember one of the most horrible things was the first intrathecal 
treatment I had, in one of the London hospitals, because they did intrathecals 
at first, and that was horrible, cos. they got a nerve in my back, and it was so 
bloody painful, and also I had to have a lot of blood tests, because I had a 
whole lot of hormonal problems, and my veins are just totally knackered, and 
it became, just pure hell. When I came in this hospital they put a line in pretty 
quick, but they had to get blood out of my groin had about 4 stabs in my 
groin, to get bloods.
I- your veins obviously said, no, no.
p- one of the nice things was meeting Ted, he was this old Cockney guy, and 
we really used to make each other laugh, it was a really grotty ward, and we 
just used to make each other laugh, and I have met a few nice people, like 
Julia, and she has been really, really nice, I think the people are the best 
thing.
I- people are incredibly important aren’t they ? This is really all to do with 
people isn’t it? As you said to me, it is not just you, it is your family and 
friends, we can’t just look at you.
p- going back to the school thing, the school did not appreciate how important 
my relationship with my identical twin was, they did not do anything for him, 
they did not realise that because, his grades slipped a bit, and they did not 
do anything to help him cope with the situation. My parents were away all the 
time, they (the school) did not do anything really.
I- what about now, has he ever gone to talk to someone 
p- yes, he is seeing someone at home, and there is always that possibility of 
friends at University, he is much closer to them than at school, cos. neither of 
us had really close friends at school. And it was very bitchy actually. And he 
has a good support network, at University, my parents have spoken to his 
wardens and tutors and things, I mean my parents have talked to people as 
well, there is a group at home, a team which has dealt with us as a family.
I- what do you think the difference is between being treated as an adult and 
treated as a child?
p- (laughs) em, I think well, no, I suppose you are really asking me, what an 
adolescent is!
I- yes, that is to do with it as well.
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p-1 suppose being an adult you want to know more, you have to know more, 
as a child you can’t really take in what actual the issues are, perhaps when 
you are a child you think that death is just going to sleep or something, not 
just end. and it really takes on a whole meaning when you are that much 
older, that perhaps it is totality and just nothing, and you have to be aware of 
these things, you need to be counselled about it, being an adult is being 
much more involved.
I- Is being more involved in things important?
p- yes, I want to know what is going on, and urn I want to know each process 
and each stage, and sign my own forms?
I- have you signed your own consent forms ?
p- yes, apart from the beginning when I was not well enough. But going on to 
the consent thing, an interesting thing is that I will be sterile now, because of 
the treatment, in London they did not want to take any sperm because I was 
not well enough to sign the consent form.
I- so did you not get the opportunity?
p-1 feel that is pretty awful really, cos. it probably means that I can’t have 
children naturally now.
I- that must have been very difficult for you, did you get the opportunity later 
on?
p- yeah, when I came here, but it was too late.
I- did you take the option up? 
p- yeah I did.
I- gosh that is so important for you, for your identity as a person 
p- cos I feel, the other thing is radiotherapy, that I am going to have, might 
affect me subtly, and I wonder if my identity, myself so to speak, my 
personality is going to exist, in like the same way, I am scared that you know I 
am not going to be able to somehow broadcast, by teaching or genetically 
some characteristics that I have, as a person, they will not survive the 
treatment, when you are 18 you think that perhaps, I will have a family some 
time, among other things, some of the things that I am developing as a 
person now, somebody else will have too.
I- what else have you done to get through this experience?
p-1 say I am not a horticulturist, I am a brain culturalist, because I am growing
another brain.
I- exactly, and why are you doing that? 
p- just cos I have to.
I-1 think it is so important a sense of humour, we were talking about consent, 
and decision making, and you were talking about sperm banking, anything 
else about consent and decision making?
p- well I feel that this time around, it was laid out very clearly, that if there 
was a point when I did not want anything to happen any more, if they got that 
bad, then I could say stop.
I- and that would be your decision, 
p- yeah,
I- would you do that on your own, or with your family?
p- with my family, and the doctors, I could not do it on my own, it is too hard
to look at it totally subjectively.
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I- so you would consult others, but you would have the final say. So really you 
have taken a really important part in the decision making, 
p- yeah.
I- now the next question, going back to the humour, how have you got 
through it all?
p- The writing, by talking to people, but also the black sense of humour, you 
know sometimes you just have really, what would seem very sick 
conversations with somebody who does not have cancer, just a bit of cancer, 
doesn’t matter, sort of flippant attitude about something which is life 
threatening. It normally has such a stigma, and such terrible connotations 
attached to it. people see this c word and think Jesus, cancer.
I- what do you think people think of when you say cancer? 
p- yes, yes (shouts), cancer equals death, you know, but it doesn’t. I 
remember there was one guy in my local hospital and he was quite young, 
about 28, and obviously chemotherapy makes you feel sick, so you get 
connotations of beer drinking.
I- yes, yes.
p- He went out for a little break with is parents, and he went to some holiday 
camp or something, down in the new forest, and he went to the pub, and had 
just a few too many, the next time we saw him he came in on crutches, and 
had broken his nose, cos he had had too many beers you see, so he had 
double the effect of the chemo and the beer!
I- oh no.
p- so we take the piss out of each other as well.
I- what about the skinhead jokes?
p-oh this is a classic one, when I was in London, the first time I went out, I 
had food cravings, And I wanted, a burger, so I wanted to go and find the 
nearest burger bar, there were a couple of coppers there, on the street, and I 
asked them for directions, and this policeman said to me, “normally I arrest 
young men with haircuts like yours”, you see, I said, “well actually I am on 
chemotherapy”, and I am sure I heard his jaw crack as it hit the floor, just his 
face, the pure pleasure from that! ( chuckles).
I- great, did he reply?
p-1 can’t remember, he was just gobsmacked.
I-1 can just imagine it! It seems to be the assumptions that go along with it, 
you must be a hard guy, out for a fight, 
p- yeah.
I- it is not right, but as you said, you can turn it around, so what else do you 
do to cope?
p-1 chat to my friends and things, I like to hear normal things, I like to have 
people to talk around me sometimes, not to actually take part in a 
conversation, just to be around me, It is nice.
I- so you are part of the normal lifestyle.
p- again the writing and talking, and trying to have a positive attitude, it is 
difficult, but you have to, get down to reality, really fight to pick yourself up. 
you can’t be positive all the time 
I- but also to be realistic,
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p- yes ( emphatically) I will cry if need to., sort of bad and negative emotions 
release things too.
I- maybe people sometimes want so much for you to be well, that they 
assume you are well, and if you are down, it can be a real problem, 
p- yes, sometimes when you are in hospital, people come in, and they don’t 
realise that you don’t want to entertain them, it is just nice if they are there, 
you don’t necessarily want to even have a conversation with them. You don’t 
want to entertain people, and that is a big problem.
I-1 think if you are a bit of a joker, they can assume that you will always be 
like that, assumptions, can be very, very wrong. Are you any good at telling 
people that?
p- yeah ( laughs), if I want people to go, I will just say, I am sorry, can you go,
I well it is very important.
I- to get your own space as well.
p- yes it is important, I try not to stay in my room all the time, I like to go down 
to the day room, have a little walk along the corridor, I try and keep this space 
as my sleeping space almost.
I- what do you think a teenager needs when he is being treated for cancer? 
p- drugs, !ager( laughs) a nice bit of pethidine maybe? no I think contact with 
normal things, people that are involved in your care, talking to those outside, 
so they can understand what is happening to you.
I- ok so that is to do with liaising, communicating, what else? 
p- just the normal sort of things you would have around you as an adolescent, 
obviously some are into video games, music, I listen to all sorts, I listen to 
indie music, wide tastes, I listen to Cocteau twins which is kind of spacey 
stuff, that is relaxing.
I- are you good at relaxing?
p- not bad, I don’t get too, too stressed, sometimes I wake up in the night and 
can’t go back to sleep, that is because the steroids and things, I write my 
diary, normally write that at 12 O’ clock at night, or 2 in the morning, all by 
myself sometimes.
I- what do you think an ideal unit would be?
p-1 think it is difficult to strike the balance, because, it has to be hospital, so 
you know you are in hospital, but it also has to be close to home, even in my 
room now, my mum has brought me a duvet, and cover and things, rather 
than having sheets, I think even little things like that make a bit of a 
difference, having a board where you can stick all your cards, like I have a 
fridge in my room, which is pretty cool, so I can stick drinks in there and stuff, 
and having a tv and a view is good, I find that is really nice for me. I can just 
look out and see they sky, get a bit of horizon. It is very subtle things, cos I 
think you do have to switch into hospital mode as well, but you don’t want it to 
be so much like an institution. I think it is also good to have private room, not 
necessarily 4 bedded bays or anything, because you would lose that privacy, 
that I think is important, but to have those spaces connected, like day rooms 
and things, where you can get together and chat and things.
I- who would be in there?
p- ideally with people my own age, ok to be close to other people as well.
I- facilities?
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p- the normal standard computers and education things, to try and keep it 
going. That is one problem that I found at home , that you can leave school at 
15, you don’t have to take your GCSE’s at home, em , once you are past that 
if you are ill, then they just chuck you off, and you are forgotten about you 
see. It is not normally the set up for private tuition and so on., we had to fight 
hard for me to get back into education. So I think that is quite an important 
thing to be aware of. as well, that goes back to routine as well. I think when 
you are in hospital you lose your routine, so if someone can almost wake you 
up, and get you motivated, say, right you are going to school now, whatever 
you can do that, to have a little bit of imposition on you.
I- It is easy to fall back into not doing anything. Has there been anything else 
outside of conventional medicine which has helped you ? 
p-em I have had therapeutic massage, at home.
I- have you had it here as well?
p- Nurse is meant to do it ( laughs), she is the masseuse on the ward, but I 
don’t know how she would fit it in. I had it at home by a chap, that my dad 
knew, through lifesaving, and all that he did, he had this table, afold-up 
table, and he brought it down to my house and did it, he had these wonderful 
oils, and hot towels, it used to really relax me. this guy was marvellous, he did 
the whole works, so relaxing, I had it once a week.
I- oh wow!
p- it s quite expensive, £25 a go, but my parents felt that it was well worth it.
I- what else have you done? 
p- not really anything
p-1 am not a big fan of faith healing and stuff, I believe that prayer is 
important, but more for a focus of concentration, and so on. What I say, is 
that I get everybody at home on the hotline, to god, all the vicars and stuff 
I- oh right, Ok, how does that work?
p- we just get everybody to say prayers, and to remember me at church 
I- so is it the combined power, eh, yes, I can see that. And you being a 
believer must play an important part in that as well.
p-1 believe perhaps more in the spirituality of humanity that god is created by 
the spirituality of man, that god is the spirit of man, you see, and that it 
perpetuates itself, as well.
I- do you ever talk to any of the chaplains here ?
p-1 have met the vicar, cos the chaplain isn’t here at the moment, I met the 
vicar of the local church.
I- nice?
p- he seemed quite nice yeah ( toilet break, anxious look on co-researcher’s 
face) Am I being too boring?
I- why did you think you were boring me ? 
p-1 was wittering on.
I- no you were not, the kind of stuff you have been telling, me is absolutely 
fascinating, because it is about you, and how you get through it, so it is not 
boring at all. So we were talking about conventional and alternative medicine, 
and spirituality, and you were telling me you had met the local vicar, so the 
chaplain is not here at the moment.? 
p- no he is away.
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I- he is a really nice guy, I have met him, he is lovely, very nice guy. 
p- he seems to come from an interesting background.
I- yeah, absolutely, he is fascinating.
p- which interests me actually, I’ll tell you another interesting thing, my dad 
used to work for this guy called X, at the hospital X, and I was born there 
actually.
I- oh were you,
p- that was set up by Y too, and my brother is called Y!
I- oh is he? 
p-yeah
I- my goodness
p - after the chap, but X, he is a very, very witty, clever intelligent man, he is 
mostly retired now, and does a lot of reading into philosophy and, I respect 
that a lot.
I- it seems to me that you do feel very deeply about things, very deeply, not 
just the surface, but what it all means, this is what this research is all about, 
the experience of what it is actually like, you have given me a pretty good 
idea.
So the last question it, is there anything else important about the experience 
of cancer that we have not talked about, that it would be important for me to 
know?
p- em, not really, I feel that we have covered pretty much everything, the 
whole aspect of it being more than just me, I think that is one of the major 
issues that people do not understand, it is a wider thing, but no, I feel we 
have covered basically everything.
I- brilliant, so if you ever think of anything else you can just let me know.
I have worn sea bands for my chemo, good for anti-sickness, that is a slightly 
different medicine thing, they go on pressure points
I = Interviewer 
p = patient (co-researcher)
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Summary description Co-researcher 6.
Thank you very much for taking the time to do the interview, and for being so 
honest and letting me hear your thoughts and feelings.
It was very important for you to tell your story and what had happened to you, 
and it seemed that you had an uphill struggle to eventually receive the 
treatment that you needed. There seemed to be a lot of assumptions made by 
others, about what was best or right for you. This was a crucial point, as it 
meant that others did not at times seem to respect your point of view, or to 
meet your best interests.
Having cancer has lead to complicated feelings; both about how your 
appearance has changed, and what that has done to your confidence, and 
what you feel about yourself, and it has also made you contemplate 
existential and life and death issues. It was very useful to be able to hear 
descriptions of, both positive and negative infuences that having cancer and 
being treated for it, has had on your life. It was clearly shown that you feel the 
effects of the treatment have had an effect on your relationships with others, 
and that you value real friendships, and you have thought deeply about what 
it means to be a friend, and what it is like to have a close relationship. You 
also were able to reflect on differences between you and your friends and 
your brother. Your reflections that you had not yet had a serious relationship 
with a girl appeared to be a powerful and saddening revelation for you. You 
were able to explain very articulately why you felt your nature and personality 
had changed, and you have thought very deeply about what this experience 
has meant to you. You were able to describe in detail your spiritual side, and 
you philosophy of life, which further illustrated your reflectiveness, and how 
this experience has shown the importance of a variety of coping strategies.
The importance of others, was also a theme running throughout the interview, 
and how important attitudes and respect towards you as a person, really are. 
Whilst some people have been very supportive, you described that not 
everyone can be supportive, or helpful, and how disappointed you were by 
the unhelpful attitude of some, particularly your first school you were at when 
you were diagnosed. The importance of a normal routine, which includes 
contact with others, you often mentioned, and not having contact with others 
was very painful for you at this first school. This was highlighted by the very 
different experience at the school which you transferred to, showing the 
contrast between approaches and people, and what a difference it meant to 
your sense of well being.
You used creative methods to help deal with the illness, and creativity, and 
humour seemed to be very therapeutic for you. Your description of cancer, 
was very vivid, and the cancer poem illustrated graphically what it felt like for 
you.
While thinking about the treatment, which you describe in useful detail, it 
became clear that you felt issues of consent were important. How the
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treatment may affect you, physically, emotionally,in thinking ability and 
sexually needed to be discussed; so that you can be really informed, and so 
you could prepare yourself, so that you can play an important role in how 
your illness is managed.
Your family have played a very important role in this whole illness, and 
having a doctor as a father, has had both useful and difficult components; 
useful in that your father has some useful connections, but also difficult, as 
he wanted to be able to help, but knew that he had to let other specialists do 
their job. Your relationship with your twin, was often mentioned, and it was 
clear that it is hard to be part of a pair, when you feel you are at different 
stages, and that has made you think deeply about your relationship and what 
you mean to each other. You were also able to explain the special role that 
your mum played in the illness, and that you feel you have got closer to your 
parents., and the rest of your family
There was a very strong thread throughout the interview, that you need to be 
recognised as a teenager who happens to have cancer, rather than just 
seeing a cancer patient who happens to be a teenager. This seemed to link 
in strongly with the need to be acknowledged as a teenager, and a need to 
recognise and understand what teenagers require and what they are all 
about.
I felt very privileged to hear your detailed words and feelings, and have 
gained a lot of important insight about what the experience of being a 
teenager and being treated for cancer has meant to you. Thank you very 
much for being so honest.
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Co-Researcher 6, reply.
Thanks for the copy of the transcript and your summary, what a lot of words, 
it seems very strange to see your words written down, and to hear your own 
voice. I think the summary recognised all the major important points, and I 
hope the results of the research will help others to really recognise teenagers 
needs, and recognise what is important for them.
I found doing the interview very therapeutic. I even used the transcripts to 
help others understand who I was, and what I was about. I show the 
interview, to everyone. I found the whole experience very illuminating and 
you saw exactly what I meant. I thought it was exhilarating, depressing, 
frightening and wonderful. At one point I became very ill, and was getting 
weaker and weaker, and the intensive care staff, where I had been 
transferred to said I needed to be sedated, like a semi coma. They didn’t 
know me as I was a new patient, so I asked mum to show them the interview, 
so they could think of me as a person, not just a body in a bed. When I 
eventually came round, the staff said how useful it was, and helped them to 
get a sense of me, rather than just getting information second hand from my 
parents.
You know I have never actually spoken in so much detail, and been able to 
concentrate on my memories, without others interrupting, or putting in their 
point of view. I think it would be every useful if every patient did something 
like this. I will keep this interview safe, and it will be interesting to see how life 
changes for me, and see if I look at things in a different light in the future. 
Thanks, I think this been useful, hopefully for me, and for you too.
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SUMMARY.
Bullying is a silent but major problem affecting at least 10-20% 
of schoolchildren. It has far reaching effects, not limited to 
the school years and has poor prognoses for social and future 
criminal development for those concerned.
The purpose of this study is to identify personal characteristics 
using child based criteria, friendship patterns, and popularity 
of children who are, or, who are at risk of becoming bullies 
and victims, using sociometry and Personal Construct Theory.
The main results were that bullies and victims were easily 
identified by the teachers and children, a very high incidence of 
bullies and victims ( 55.1% ) was found. Victimised children 
were more easily identified by the children than by the teachers; 
the children self identified a sub group of bully-victims which 
the teachers did not. Bullies were found to be more popular 
than victims. Friendship patterns common to bullies and victims 
were found, bullies and victims were less likely to have large 
groups of friends, tended not to get on very well with other 
children and played on their own or in small groups.
Several research ideas were raised which included studying in 
greater detail the highly vulnerable bully-victim group and 
looking at racial components of bullying, particularly with a 
multi cultural population.
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INTRODUCTION.
Bullying is one of the dark, hidden areas of social interaction 
which thrives on secrecy and intimidation; one of the major 
difficulties when researching bullying is that it is not easily 
defined or measured. Agreement has been reached that 3 factors 
must be present to identify bullying behaviour ( Besag, 1989) .
1. The behaviour must occur over a prolonged period of time.
2. The behaviour must involve an imbalance of power.
3. The behaviour can be verbal, psychological, or physical in 
nature.
Bullying can be defined as a " repeated attack, physical, social 
or verbal by those in a position of power, which is formally, or 
situationally defined, on those who are powerless to resist, with 
the intention of causing distress for their own gain or 
gratification" ( Besag, 1989).
It is a major but silent problem, acknowledged and discussed by 
children, but is rarely revealed to adults, and it is accompanied 
by a school subculture that imposes a code of silence. There is 
also a tendency for adults to dismiss it, making it difficult for 
the child to gain recognition as a victim, and thus for their 
circumstances to be changed.
Incidence of bullying.
The incidence varies with the definition, but the consensus from 
research concludes that at least 10-20% of children in our 
schools are probably involved in bullying either as a bully or a 
victim (Elliott, 1991).
Olweus in his 1978 study of 900 boys aged 13 - 15 found 10% were
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victims and 7% bullies (Olweus,1978). Stephenson and Smith in 
their 1982 study of schools in Cleveland on 1078 children aged 
10 - 11 found 23 % bullies and victims, the range varying between 
schools from 0-50 %, the higher percentages were in the social 
priority areas ( Stephenson & Smith , 1989).
The Kidscape 2 year 1984 study of 4000 children found that 68% 
had been bullied at least once, 38% bullied at least twice or had 
experienced a particularly bad incident.
There is some evidence which seems to indicate that the incidence 
of bullying is even higher in specialist settings, amongst those 
pupils with emotional, behavioural or learning difficulties. 
A distressing picture emerging is that bullying is often 
sustained over a long period of time, being handed on from class 
to class, even from year to year. The percentages alone, 
show this is a major problem ; isolated examples illustrate even 
further the seriousness of bullying, how it can affect both the 
victim and those around him or her. For example, a 14 year old 
girl was repeatedly pushed to the ground and teased, and was on 
several occasions stripped to the waist; she was so distraught 
she attempted suicide (she did not succeed and changed schools). 
A 13 year old boy was stabbed to death when he went to the 
assistance of others who were being bullied ( Elliott,1991). 
Bullying is an international problem, the UK has been shown to be 
particulaly affected; concern has been expressed in cultures as 
diverse as Japan, U.S.A and Europe ( Roland and Munthe,1989) . 
The worldwide concern about bullying has been discussed in 
the first International conference on bullying held in 1987 in 
Norway ( O' Moore,1988).
Categories of Bullies and Victims.
It has been shown that, there are different types of bullies and 
victims who have particular characteristics ( Olweus, 1978).
1. Passive victim: children who are ineffectual in the face of 
attack. They avoid agression and lack the confidence or skill to 
elicit support from their peers.They are described as weaker than 
their peers, are cautious and find it difficult to make friends.
2.Provocative victims :a small group intentionally provoke the 
antagonism of others. They tease and taunt yet are quick to 
complain if others retaliate.
3.Colluding victims: these children take on the role of victim to 
gain acceptance, may play the part of class clown. It is common 
for children to mask their true academic ability to avoid 
becoming an outcast from their group.
4.False victims: Children who complain unnecessarily about others 
in the group.
5. Bully- victims: A group of children are victims in one
situation, yet bully in another.Olweus found 6% of those who were
seriously bullied and 18% of those who were occasionally bullied 
in turn bullied others. This group has been found to be
particularly problematic. O' Moore found that 45.9% of the
victims in her study had engaged in bullying others. This group 
have poorer intellectual and school status and have more 
unhealthy psychological qualities such as very low levels of 
self esteem, and happiness, than pure victims or pure bullies 
( Elliott, 1991).
6. Bullies : are considered to be physically stronger and to have 
more energy than any other group. They appear to enjoy conflict
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and aggression. Olweus found this group to be isolated , but were 
more popular than the victims.
7. Anxious bullies: This group was identified by Stephenson and
Smith (1989) and are the least confident children and are less 
popular than other bullies. These children appear to have other 
difficulties such as problems at home or educational failure.
There has been general agreement that boys are more violent and 
destructive in their bullying than girls. Boys bully both boys 
and girls, but girls tend to only bully girls. There is agreement 
that boys bully more than girls, in the ratio 3 : 1 but as
behaviour between girls is more covert, then the incidence may 
well be higher (Tattum, 1989).
Bullying tends to be twice as high in primary school and the 
greatest time of risk for victims was found to be on entry to 
school ( Olweus, 1978) .
There is little research available on the bullying of ethnic 
minority children, although small scale studies indicate that 
these children are especially at risk. Observational work in 
classrooms and playgrounds has suggested that children tend to 
separate into ethnic minority groups and that conflicts often 
took place across these boundaries ( Besag , 1989).
Family and background factors are of considerable significance in 
the development of the child's personality; Stephenson and 
Smith (1989) found that one-third of those involved in 
bullying (both victims and bullies) had difficult family 
backgrounds. Research from other areas , such as child abuse
and delinquency have emphasised the long term impact family and 
social dynamics may have in the young child.
Why do children become bullies or victims ?
Roland (1989) theorised that bullies often have been bullied 
themselves ( or abused) and identified relevant vulnerabilities 
in these children predisposing them to becoming a bully :
1. Being insecure, humiliated and feeling inadequate.
2. Being bullied by parents or siblings.
3. Being the scapegoat in the family.
4. Being physically /emotionally or sexually abused.
It is difficult to recognise exactly when bullying behaviour 
begins in young children. Maccoby (1986) emphasised that a 
child will need to have reached an appropriate level of cognitive 
development involving an understanding of self and feeling 
towards others in order to be capable of carrying out an 
intentionally hurtful act. The importance of early childhood 
experiences is critical in the development of the bully/victim*
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Olweus (1978) indicated that in addition to the childs developing 
temperament, mother^ negativism and the child's tolerance level 
of aggressive behaviour in the first 4-5 years of life provide 
vulnerability factors for becoming a bully ( Maccoby , 1986).
It is equally clear that being different from other children, or 
having some oddity predisposes one to becoming a victim. The 
child's social competence and peer relationships offer the child 
some confidence in dealing with difficult situations ( Hartup, 
1983). The child's social skills competence is crucial for 
developing adequate peer relationships which appear to be
protective against victimisation ( Spence, 1989).
In addition to the personality characteristics and background 
variables above, it is important to recognise that bullying and 
victimisation are learned behaviours, probably on a continuum, 
most children will have had some experience of either behaviour. 
What is unknown is why this learned behaviour pattern continues 
(Bukowski et al, 1989), why do children continually bully or 
allow themselves to be bullied without appropriate intervention?
Long term effects of bullying/victimisation.
Bullying is a form of inadequate peer relationships, it has been 
shown that 1 the ability to interact with others in a competent 
and successful way is of great importance at all stages of our 
lives " ( Spence ,1989).
The consequences of bullying and victimisation are not restricted 
to the school years, longitudinal studies have been carried out 
which show that children with social problems at school and in 
childhood are at high risk for taking these problems into later 
life. Parker and Asher (1987) examined the claim that poor peer 
relationships in childhood predict serious adjustment problems in 
later life. Their analysis indicated general support; low peer 
acceptance and aggressiveness was a better predictor of later 
negative outcomes than shyness or withdrawal. Robins (1966) 
in a 30 year follow up of a group of children showed a poor 
prognosis for aggresive bullying perpetrators; aggressive 
behaviour in children over the age of 8 was likely to be linked 
to bullying behaviour, this was an accurate predictor of violent
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behaviour in adolescence and adulthood (Reported in Besag ,1989). 
The bullying behaviour can be seen as a precursor for later 
violent activity as approximately 25% of known bullies are later 
involved in criminal convictions ( Roland, 1989).
Children who are long term victims have been shown to have a 
variety of longstanding problems, often these develop into a form 
of severe school refusal, the child develops a withdrawn, highly 
anxious personality, with a poor self image and has little self 
confidence.These children then have severe problems in developing 
adequate and appropriate social relationships ( Blagg, 1987). 
Olweus followed up 12 year olds over 12 years and found that 
identified bullies were 2 times as likely as non bully children 
to have criminal convictions, and were more likely to have 
multiple convictions ( Elliott, 1991).
Bullying is not legally defined as a crime in its own right, 
many of its component parts ( threatening behaviour, assault and 
actual bodily harm) are clearly criminal offences which deserve 
to be recognised as such (Zedner & Morgan,1990). Early intervent­
ion at this stage for severe bullying, using legal criminal 
facilities might act as a deterrent for this severe behaviour. If 
this behaviour was performed by an adult, the perpetrator would 
be prosecuted, the fact that a child is acting in a violent 
potentially criminal way should not preclude action (Morgan,1988) 
It should be taken seriously, not just for the victim's sake but 
also because of the long term effect this behaviour might have on 
the social and future criminal development of the bully, if he 
or she is allowed to carry on, and get away with it.
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What has been done to prevent bullying?
In the UK Kidscape is widely used by 1 million children in 
schools. It is a child protection programme, a whole school 
approach. It consists of a DIY pack, a video, guidelines for 
teachers, books and posters for the children and parents. Schools 
are encouraged to set themselves up as places that do not 
encourage bullying and to involve everybody that comes in contact 
with the school in the programme. Bully courts were also 
suggested by Kidscape where children 'try' bullies or aggressive 
children for threatening and bullying behaviour. The programme is 
widely in use, but has not been formally evaluated, informal 
reports show that bullying and willingness to "tell" have 
improved, but only in schools which strongly enforce a whole 
anti bullying school approach (Elliott, 1990).
Anti bullying campaign was set up by parents of bully victims in 
1989 which runs workshops on bullying for teachers and will 
advise on whole school policies (Green, 1989) .
In 1983 the Ministry of Education launched a nationwide campaign 
in Norway after 2 children committed suicide after prolonged 
bullying. A booklet was sent to all schools with a video cassette 
and information for all parents in every school. A 3 year follow 
up study (the Janus Project) was carried out in 1986 on a sample 
of 40 schools. It was found that of the 37 schools who gave 
consent to take part in the study all had used the package 
but that use varied widely.The overall results showed an increase
in the numbers of victims especially ages 10-11. The percentage 
of bullies also slightly rose. It was concluded that "This 
was not a satisfactcory outcome and absolutely not what was hoped 
for when the campaign was initiated" ( Munthe, 1989) . There were 
however major differences in the way the schools had used the 
material, upon closer examination, the schools who used all the 
material appropriately and followed up the progress at regular 
intervals showed a marked decrease in bullying behaviour.
Childline opened a special bullyline in 1990 for 3 months after 
it was found a substantial amount of their calls were being 
accounted for by bullying problems. This was set up to gain 
information about the spread and type of bullying problems that 
exist. The information and reccommendations for action will be 
published later this year ( Elliott, 1990).
In Japan national surveys indicated widespread problems with 
bullying, about 40% of schoolchildren were involved to some 
extent, and a special police telephone line was set up (no 
results available) ( Roland, 1989).
An alternative approach to the classroom and whole school 
approach is the drama/workshop aiming to increase awareness about 
issues surrounding bullying and victimisation. Neti Neti theatre 
workshop " Only playing miss" travels around the country playing 
to acclaim in primary schools, their message is that bullying is 
a learned behaviour; learned from others, children are given 
the opportunity in workshops to explore ways of tackling 
bullying ( Casgaldi et al, 1990).
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It can be determined from the research above that bullying is a 
serious problem for large numbers of schoolchildren (conservative 
estimates approximately 10-25% of children) (Klein, 1991), it is, 
now beginning to gain prominence through media coverage and 
public awareness programmes. The long term prognosis for bullies 
and victims is generally poor (Hersov et al, 1978), further 
research is necessary on preventative work and the development of 
appropriate intervention strategies which can be evaluated.
This project aims to identify personal characteristics of those 
who are, or who are at risk of becoming bullies or victims, using 
both the teacher and child's viewpoint. The child's view is 
crucial to any study about bullying/victimisation because of the 
secrecy and stigma surrounding bullying; each child will be 
interviewed separately and emphasis will be put on total 
confidentiality of any information proferred. The
characteristics and patterns being looked for were chosen as the 
main component of the study, to compare the child's own 
construing of the salient constructs with the characteristics 
identified in the above research. This research also aims to 
provide results which could be used in later preventative work 
and in further more detailed research.
The personal characteristics will be determined using Personal 
Construct Theory, constructs will be elicited by the children to 
get their view of their social world (in this case their class ) 
(Dalton & Dunnett, 1990). The other classmembers will be the 
elements and each child will be rated on each of the constructs
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by each class member and also by the teacher and the data 
represented on repertory grids. Kelly's Personal Construct Theory 
was chosen because it is based on the premise that people, are 
scientists who make sense of themselves and the world around 
them, using their own interpretations of experiences; each 
interpretation or construct is an abstraction which subsumes some 
aspect of a repeated event (Bannister & Fransella,1971). Personal 
Construct Theory is based on a fundamental postulate that "a 
person's processes are psycholologically channelised by the way 
in which he anticipates events."( Kelly 1955 in Button,1985).
The repertory grid will then be analysed to explore the classes 
collective personal construct system (Beail, 1985), and 
comparisions will be made with the teachers construing of the 
class. The relationships between the constructs, including bully­
ing and being bullied (which will be included if not elicited as 
constructs)will be analysed to ascertain personal characteristics 
of pupils associated with being bullied or of bullying others.
General characteristics of the pupils will also be examined, 
particularly those children who identify themselves or who were 
identified by their teachers as bullies or victims to discover if 
'stereotype bully or victim' characteristics were present, or if 
characteristic patterns emerge.
Peer relationships and lack of close friends in children who were 
bullied and who were bullies was an important background factor 
for victims in research outlined above. Friendship patterns of 
children who identify themselves or whom the teachers identified
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as bullies or victims will be explored. Interviews with the 
children and questionnaires filled in by the teacher will be 
used to elicit the information. The relative popularity and 
unpopularity of bullied and bullying children will also be 
examined using sociometry (peer nomination).
The similarities or dissimilarities between the children's and 
teacher constructions will be examined by comparing the 
children's self and teacher identification of bullies and 
victims and by comparing the repertory grids and interview and 
questionnaire data (Blalock, 1981).
The aim of this thesis is to identify personal characteristics 
and friendship patterns of children who are,or who are at risk of 
becoming bullies or victims, using sociometry, interviews, 
questionnaires and Personal Construct Theory. The analysis will 
aim to discover which characteristics are associated with the 
bully/victim constructs, this data will be collated and 
analysed in conjunction with the popularity and friendship data 
to elicit bully and victim data which is based on the child's 
view of his or her social world.
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AIMS
1. To identify personal characteristics of children at risk of 
becoming, or who are 'bullies and victims', using Personal 
Construct Theory using children's perceptions of themselves.
2. To study friendship patterns of 'bullies and victims' to see 
if common patterns occur.
3. To measure a child's popularity or unpopularity using 
sociometry, and use the information from the repertory grid to 
discover what characteristics are associated with 
popular/unpopular children or with 'bullies or victims'.
4. To compare and contrast children's rating of themselves and 
other's with their teacher's ratings, to see if children are 
perceived in the same way by their peers as by their teachers.
5. To see if any constructs are associated with any others, and 
if any common patterns emerge.
HYPOTHESES.
1. Aggressive /' bullying' children will be easily identified by 
teachers and by other children.
2. Shy, isolated children / victims will be better recognised by 
peers than by teachers.
3. Bullies will be more popular than victims; but both groups
will be less popular that other groups of children.
4. Bullies and victims will have some friendship patterns in
common; they will be less likely to have large numbers of
friends, and will play in small groups or on their own.
METHODOLOGY.
RESEARCH DESIGN.
This project was a total population study of the two classes of 9 
- 10 year olds, searching for a wide spectrum of children and 
their vulnerab]itites for being or becoming bullies or victims.
The project was designed to :
1) Elicit information from the children about the general 
characteristics of class members. A preliminary step, using 5 
children from each of the classes studied, elicited the 
characteristics (constructs.) These constructs were then used to 
draw up the repertory grids, whcih were filled in by all the 
classmembers and also by the two teachers about their pupils.
2) Look at general characterisitics of bullies (construct number
8) and victims (construct number 17), by examining the 
relationships between these two constructs and the rest of the 
constructs. The children and teachers filled out the repertory 
grids so that the two perspectives could be compared and 
contrasted.
3)Look at friendship patterns of bullies and victims, ( who were 
self identified, or were identified by their teachers) from 
information gathered from the children's interviews and the 
teacher's questionnaires.
4) Examine the relative popularity of bullies and victims using 
sociometry.
SUBJECTS.
This project studied 2 classes of 9-10 year olds, for whom 
parental and the child's permission had been obtained. In class 1 
14 out of 21 children took part in the study ( 8 boys, 6 girls). 
In class 2, 12 out of 19 children participated in the study (6 
boys, 6 girls). The rest of the class did not take part in the 
study because of the lack of parental consent.
The children were assigned a letter of the alphabet, which was 
then used consistently throughout the study in order to ensure 
anonymity ; each class was labelled A-U , ie A in class 1 was a 
different child to A in class 2.
The school that took part in the study was a small primary 
school, with a multi-cultural population in a tough 'working 
class' area in inner London.
PROCEDURE.
1. The school headteacher was approached and asked if she would 
allow the school to take part in the study, the school was 
thanked for agreeing to participate and it was agreed that 
consent was to be given individually by each child's parent, by 
the headteacher of the school and also orally by each child. The 
approval for participation was given on the basis that the 
general results would be fed back to the school, but that 
individual results would remain confidential.
2.Consent forms were sent out to the parents of each child in the
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class and to the headteacher, the school was given overall
permission to participate in the study by the PTA.
3.PERSONAL CONSTRUCTS (CHARACTERISTICS)
i) The constructs were elicited in a preliminary stage, using 5 
children from each class taking part in the study. 3" x 5" white
index cards with the class members names printed on them were
presented dyadically to the children individually.
ii) The children were asked in which ways the 2 children were 
alike or not alike , 5 sets of cards were presented to each
child.
iii) The information was collated and a list of potential
constructs was drawn up, in order of highest frequency.
iv) The constructs which appeared in the highest frequencies 
(appearing at least 4 times ) were then selected to be used in 
drawing up the repertory grid. Being a bully and being picked on 
/bullied did not need to be supplied as constructs as both were
included in the list of highest frequency constructs (see
Appendix A).
4. REPERTORY GRIDS.
i) The grids were drawn up with the elicited constructs placed in 
a random order ( ie not in the highest frequency order). The 
elements used were the classmembers. The children and the
teacher filled in the same repertory grid( see Appendix B ) .
ii) The order of the procedures was the same for each child, the
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sessions were carried out individually, the child was guaranteed 
that whatever he or she: said would remain confidential and that 
the child would only be referred to by a letter (A-U) and would, 
therefore, be anonymous. The interview ( see Appendix C ) was 
carried out first, then the repertory grids were filled in.
iii)The repertory grid was filled in by the researcher for each 
child in the class, the child allocated a rating 1 - 5  for each 
child on each construct. 1 was rated as being most like the left 
hand construct, 2 as being a little like the left hand 
construct, 3 as being neither like the left or the right hand 
construct, 4 as being a little like the right hand construct and 
5 as being most like the right hand construct,.
iv) The grids were then totalled for each class, to produce an
average rating for each child rated by all class members.
v) The two teachers also rated each child on each construct using 
the same repertory grids.
vi) The repertory grids were analysed using SPSS/PC+ version 321 
Factor Analysis package (Norusis, 1988).
Correlational matrices were produced between the constructs to
fulfil aim 1, to discover relationships between the constructs, 
particularly between the bully construct 8 and picked on
construct 17. The children's own definitions of 'bully' 
and 'being picked on/ bullied ' were used, to further allow the 
analyses to be based on the child's point of view, rather than 
definitions imposed by the researcher (see Appendices 5-8). 
Principal component analysis was carried out to extract 2 factors
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for each class rated by the children, and also for the class 
rated by the teachers. The plotted results were compared to 
analyse the clustering of constructs and the differences in 
perception between the children and their teachers, i; ., .
5. SOCIOMETRY.
i) Each child was asked :
a) If you had a game, whom would you like to play it with ? 
who else would you like to play it with ?
This measure was used to calculate a positive choice of 
friendship ( popularity measure , using peer nomination.)
b) Is there anyone you really do not like to play with ?
Is there anyone else you would not like to play with?
This measure was used to calculate a negative choice ( ie an 
unpopularity measure.)
ii) These popularity/unpopularity measures were used to construct 
the sociometry matrix (Thomas, 198 9). The scores used were one
point given to every child chosen as a playmate (scored as + on 
the matrix) See Appendices 15 and 16. One point was also
allocated for a child named l^s a child that others did not like 
to play with (scored as - on the matrix). The total number of 
positive choices (+ scores), and rejection choices (- scores) 
were tabulated and used to draw up sociograms.
iii) The matrix was interpreted using Bronfenbrenner's fixed 
frame of reference table (see table 1). This table is based on 
expected numbers of scores in each category, and indicates
theoretical sociometric scores for a varying number of choices
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Number of 
Choices Allotted 
to Each Person 
for Each 
Criterion
One Criterion
Critical Scores
Expected Lower Upper 
Value Limit Limit
Expected
Value
Two Criteria
Critical Scores
Lower Upper 
Limit Limit
Expected
Value
Three Criteria
Critical Scores
Lower Upper 
Limit Limit
1 1 none 4 2 none 6 3 0 8
2 2 none 6 4 0 9 6 1 12
3 3 0 7 6 1 11 9 3 15
4 4 0 8 8 2 13 12 5 18
5 5 1 9 10 4 16 15 9 22
(Gronlund 1959 . In this study , 1 criterion was used, the
popularity measure, with 2 choices (being allowed to choose 2 
playmates) ( the appropriate section in the table is underlined). 
The scores mentioned are the positive friendship choices 
received. The scores can be divided, using the table, into 
sociometric. categories, which are used to draw the sociogram (a 
graphical representation of friendship choices).
Upper limit
EXpected average number 
number of scores. 
Between lower and 
expected value.
Lower limit.
SCORE
6
2 - 5
1
0
CATEGORY.
STAR
ABOVE AVERAGE 
BELOW AVERAGE 
NEGLECTEE.
iv) The classmembers were classified into the sociometric 
categories using the above number of positive friendship choices 
recieved, and the results represented on a sociogram. The 
sociometric categories are represented by concentric circles, 
with the stars (receiving most friendhip choices) in the
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middle,the neglected or children receiving the least number of 
friendship choices on the outside , and the other group members 
will fall in the middle Tings. Also represented on the sociogram 
were the number of rejection choices received. Mutual choices of 
friendship ( ie A choosing B and B choosing A are also 
represented on the sociogram. It is important to note that as 
such a large proportion of the class were not included in the 
study, the possible number of friendship choices was diminished, 
and children whose parents did not give consent were chosen by 
classmates as positive or negative choices as friends, but could 
not be represented on the sociogram, thus reducing the possible 
friendship choices for the children left in the class with 
parental consent.
6. THE CHILDREN'S INTERVIEW.
i) The child answered an interview format (see Appendix C) before 
he /she filled in the repertory grid, He/she answered questions 
about friendships, the above sociometrc questions and general 
attitudes towards bullying and victimisation.
ii) The child's answers about friendship patterns were tabulated 
and analysed descriptively.
iii) The child was also asked whether or not he/she was a bully 
or a victim in the interview, this information was used in 
tallying statistics and in analysing general characteristics and 
relative popularity and unpopularity of bullies and victims.
7. TEACHER'S QUESTIONNAIRE.
i) The teacher filled in a general questionnaire ( see Appendix
D) about each member of his/her class.
ii) Information about friendship patterns was collated and
analysed descriptively.
iii) The questionnaire also asked the teacher to identify any 
bullies or victims in his/her class, for use in tallying 
statistics and for analysing general characteristics and relative 
popularity of bullies and victims.
iv) General ability levels were also examined, and were tabulated
on data sheets to look at general patterns of abilities in
bullies and victims (Cronbach, 1989).
8. The data gathered was analysed in consultation with the 
biometrics department.
9. ISSUES OF VALIDITY AND RELIABILITY.
No specific tests of reliability and validity were carried out as 
the measures used had proven high levels of reliability and 
validity in short time periods, as is the time period used in 
this study.
i) Reliability.
The reliability of repertory grids has been proven by Fransella 
and Bannister (1977) , using Spearman Rho reliability coefficients 
of factorial similarity, the results showed reliability 
coefficients in the range of 0.6 - 0.8. Fransella and Bannister
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also looked at the stability of elicited constructs, where 
constructs elicited for the same elements on two separate 
occasions at 2 week intervals showed a correlation of 0.8 
between the two sets of elicited constructs (Fransella &
Bannister 1977) .
The reliability of sociometry has been proven by Gronlund, 
showing that the social structure of a group and an individuals 
sociometric status remains consistent over time. The consistency 
of an individual's sociometric status is comparable to the 
stability of achievement and intelligence tests over 1 year. The 
stability levels remain particularly consistent for extreme 
sociometric status,, for example the victims, who remain in the 
outer, rejected group and who are likely to remain in this 
category, which is well supported by longterm studies of
victimisation (outlined in the introduction to this 
thesis)(Gronlund 1959).
The reliability of the measures used in this study, can be 
illustrated by the consensus of opinion , by the teachers and 
children in the identification of bullies and victims, where high 
agreement was shown ( except in the controversial bully-victim 
individuals.) Table 7 in the results show that teachers and 
children agreed for 3 children out of 4 identified as bullies, 
and for 6 out of 11 for those identified as victims ( the 
difference being some children identified themselves as being
both a bully and a victim, whereas the teachers only identified 
the child as a bully).
ii) Validity.
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A repertory grid is a way of looking at relationships between 
constructs, Fransella asserts that validity is a measure of 
usefulness of a measure, especially a repertory grid (Fransella 
and Bannister 1977). The study aimed to look at issues surrunding 
bullying and victimisation, the two constucts were elicited (did
not have to be supplied) and. clusters of patterns in the
principal component analysis shewed personal characteristics 
associated with bullying and victimisation behaviour in
accordance with the literature outlined in the introduction ( 
bully clustered with fighting alot, bossy, teasing ethers) 
(victim was clustered with shy, quiet and nervous), showing that 
the repertory grid was a valid technique, for exploring bullying 
and victimisation.
If one takes the literal definition of validity ie does a test 
measure what it purports to measure then sociomeitry is valid by 
definition ie, being strictly a measurement of choice 
behaviour. Sociometry results have been proven to be
significantly related to social adjustment behaviour, ie
rejectee sociometric status is linked to poor social adjustments. 
In this study, the rejected children tended to be victims, thus 
being a valid measure in accordance with the literature. 
(Gronlund 1959).
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RESULTS.
Results will be analysed in relation to the aims and hypotheses. 
AIM 1.
Personal charcteristics of children who were or who were at risk 
of becoming bullies or victims were identified through the 
analysis of construct systems ( Repertory grids, see appendices 
1 - 4) to find significant correlations between all constructs
and the salient 'bully' construct Nummber 8, and the 'picked on 
construct' (bullied/ victim construct) number 17.
Principal component analysis was carried out using repertory 
grids as raw data. SPSS/PC+ version 321 Factor Analysis program 
was used, to produce a correlational matrix for all constructs by 
class and by teacher and the matrices were compared.
(see Appendices 5 - 8  for total correlational tables).
The scores are significant at p <0.05 level when r = +/ - 0.423.
The constructs which are significantly correlated with the Bully 
construct , and which are agreed by both classes are represented 
in table 3 and the constructs which are significantly correlated 
with the bullied/victim/picked on construct in table 4.
The definition of 'Bully and victim' used in the study were the 
ones chosen by the children taking part in the study, ie the 
children used their own definitions. A correlation is a 
quantifiable relationship between two variables. The significance 
level chosen for this study is p <0.05, if a correlation was 
significant at this level then it would mean that there was a 
quantifiable relationship between the two variables which could
not be explained by chance mechanisms ie the probability of 
getting this value by chance would be 5 in a 100.
TABLE 3 : Constructs correlated with 'bully' construct. 
(Agreed by class 1 and class 2.)
Class 1 Class 2. (
Construct Name Correlation. Correlation I
Number
3 Teases .6 .7
9 Nasty .7 .7
20 Show off .5 .7
19 few friends .5 .6
22 fights .5 .7
Correlations shown in the above table are from the correlational
matrix, showing the constructs significantly correlated with the 
'bully' construct at the p < 0.05 level.
TABLE 4 : Constructs correlated with 'Bullied/victim' construct.
Construct 
Number.
Name
Class 1 
Correlation
Class 2 
Correlation
2 Quiet .7 .8
4 Nervous .6 .8
10 Shy .4 .8
11 Weak .7 .6
12 Boring .6 . 7
13 Bad at games .7 .5
14 Sad .6 .6
15 Cries alot .4 .9
19 No friends .4 .4
As above in Table 3, the correlations shown are those significant 
at the p <0.05 level and which were significant for both class 1 
and class 2.
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5 constructs were significantly correlated with the bully 
construct and 9 with the Builied/victim construct,suggesting that 
if a child was a bully the he/ she was likely to tease others, be 
considered nasty,be a show off, have few friends, be naughty and 
get into fights easily.
A victim was likely to be quiet, nervous, shy, weak, boring, bad 
at games, sad,cry alot and also have few friends.
It is of interest that the construct having few friends appeared 
in both groups , and that the constructs associated with being a 
victim were not opposites of the constructs associated with being 
a bully, but were different constructs altogether.
Tables were also produced for the constructs correlated with 
bully and bullied/victim constructs as rated by the class 
teachers. Table 5 represents the significant correlations agreed 
by both teachers for the bully construct, table 6 the 
correlations with the bullied/victim construct.
It is of note that the correlations with the bully and 
bullied/victim constructs were qualitatively and quantitatively 
different between the children and teachers matrices.
TABLE 5 : Constructs correlated with bully construct. 
(Teacher's ratings ).
r— 1 “ - ■■•
Construct Name Teacher Class 1 Teacher Class 2
Number Correlation Correlation
17 Picked on .7 .5
22 fights .5 •4
Constructs significantly correlated at p <0.05 level with the 
bully construct, which were statistically significant for both
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teachers.
TABLE 6 : Constructs correlated with 1bullied/victim 'construct. 
(Teacher's ratings)
Construct
Number
Name Teacher Class 1 
Correlation
Teacher Class 2 
Correlation
5 Stupid .4 .5
8 Bully .7 .5
14 Sad .7 .7
Constructs significantly correlated with the bullied/picked on 
construct, statistically significant at the0.05 level for both 
teachers.
Both teachers associated bullying with being picked on, 
suggesting that there is an overlap between bullies and victims; 
ie a child being a bully who has also been picked on.
The number of children who identified themselves as bullies or 
victims, or whom the teachers identified as such are shown in 
table 7.
TABLE 7 : Identified (by self/teacher) 'bullies and victims'.
Class 1 
Identified bv :
Class 2 
Identified bv:
Teacher self TOTAL Teacher self TOTAL
Bul ly R R* 1 E,N,R G*,N,R* 4
Victim B,F,I,M,T B,F,I,M,R*
6 I
C,L,M C ,G* ,L ,R* 5
* child who appears both as a bully and a victim.
.
The children identified as being a bully or victim were 
identified by themselves or by their teachers ( from the 
questionnaire and interview data, raw data are available in 
Appendices 11 and 12.)
Out of the total population n = 14 +16 =30, 5 were identified as
bullies and 11 as victims, the corresponding percentages being 
17.2 % (bullies) and 37.9 % (victims) suggesting that 55% of the 
pupils have been involved in either bullying or victimisation.
The teacher's questionnaires (Appendix 17 and 18) looking at 
general characteristics of the class members were also examined 
with respect to the children identified in table 7 as being 
a bully or victim. These data are shown in table 8.
TABLE 8 : General characteristics of identified bullies & victims.
CLASS 1 CLASS 2
Bullies Victims Bullies Victims
ATTENDANCE
n = 1 n = 6 n = 4 n = 5
good 1 3 0 1
Avge 0 1 3 3
poor
PHYS ATT.
0 2 1 1
v att. 0 2 0 0
avge 1 3 4 4
unatt 
...GEN ABIL
0 1 0 1
+avge 0 0 0 0
avge 0 2 2 3
-avge 
. MOTOR ABIL
1 4 2 2
co-ord 0 1 1 " o"' ..
avge 0 3 0 2
clumsy
CONCENT.
1 2 3 3
good 0 0 1 i ' ' 0
avge 0 1 0 I 1
poor 1
5 3----------------------------- L
4
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TABLE 8 Cont.
CLASS 1 CLASS 2
Bullies Victims Bullies Victims
'ETPEETCH- . . .
adv 0 0 0 0
avge 1 4 2 3
poor 0 2 2 2
MOOD
happy 0 0 0 1
avge 1 5 4 3
sad 0 1 0 1 .
The general characteristics of bullies and victims in addition to 
the correlations already mentioned , showed a scattered variety 
of scores : children identified as victims exhibited tendencies
to be of a lower general ability standard.
Poor concentration was also representative of both bullies and 
victims; as was poor - average mastery of speech and language. 
Bullies tended to be ‘clumsy.
An interesting result emerged that doing poorly in the screening 
general ability questionnaire was predictive of being a bully or
victim. Comparing the percentages of 'poor1 ratings with the
proportional percentages in the class of the three groups, 
bullies, victims and other members of the class; one can see that 
bullies and victims account for 93.2 % of the poor scores as
compared to their proportional percentage of 55.1 % (Table 9)
(Appendices 17 & 18)
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Proportional % 
of class members.
% of Poor Scores.
Dthers 44.8 6.8
Bullies 17.2 31.8
Victims 37.9 61.4
Support for hypothesis 1 that aggressive/bullying children will 
be easily identifed by teachers and children was shown by the 
responses to the questionnaires and interviews; children reported 
that bullies tend to 'stick out1 because of all the fuss 
surrounding them. The teachers also reported that it would be 
difficult to miss a 'bully' because of the attention he/she 
invariably received. The same children were nominated by them­
selves or by the teachers as bullies ( with 2 exceptions 
implying that there was agreement in the identification of 
bullies). It is of note that even though the same children were 
identified as bullies, different characteristics were associated 
with the choices suggesting that different characteristics are 
salient for teachers and children.
Support for hypothesis 2 that shy/isolated children would be 
better recognised by peers than by teachers was found, although 
both teachers and children tended to identify the same children 
as victims; the children also identifed bully-victims( 1 from
class 1, 2 from class 2) suggesting that teachers missed this
classic group of troubled children. The teachers identified these 
children as bullies but did not identify them as victims.
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AIM 2
The friendship patterns of bullies and victims were studied 
using the children identified by teachers or by themselves 
reported above. The data used was the friendship data (Appendices 
13 and 14) derived from the teachers and children's questionnaire 
and interviews.
TABLE 10 : Friendship patterns.
CLASS 1 ( n = 14 CLASS 2 ( n = 12 )
Play with 
group :
' Get on with 
other pupils
play with 
grou,p :
: get on with 
other pupils
lge sml own well av nlOt lge Isml own well av rlot
Bullies 1 1 1 3 1 3
Victims 4 2 2 4
,
3 2 2 3
Playing alone was found to be predictive of being a victim, as 
every child who was reported to play alone was a victim.
This data supports hypothesis 4 that bullies and victims will 
have some friendship patterns in common; both groups tend not to 
get on with others very well and will play either on their own or 
in small groups.
AIM 3
Sociometry was used to measure a child's popularity / 
unpopularity and to classify the children into sociometric 
categories based on Brofenbrenner's (K.C. Thomas,1989)) fixed 
frame of reference(see table 1).This table indicates the critical
SZ
sociometric status scores for varying number of choices with up 
to 3 sociometric criteria. In this study 2 choices ( question 12 
on the children's interview see Appendix B )and 1 criterion was 
used for positive choice and 1 for rejection (question 13 on the 
interview)
The choices and rejections were tabulated on a socoiometric 
matrix(see Appendices 15 and 16) and then graphically represented 
to show the underlying social structure on a sociogram ( see 
overleaf.) Explanations as to how the sociogram was constructed 
is in the procedure.
The Class 1 sociogram clearly illustrates most children who are 
both 'rejectees' and, chosen as playmates by relatively few 
members of his/her class (ie I M R T F). These are the children 
chosen by themselves or by teachers as Bullies ( R in both victim 
and bully category) or victims. There were two exceptions : Child 
0 is classed as an isolate who was not chosen positively or 
negatively by any children,suggesting that this child is ignored. 
Neither the teacher nor the child him/herself identified 
him/herself as a bully or victim. Child B, who had positive 
choices and no rejections saw him/herself as being bullied.
The class 2 sociogram shows children C M P  as being rejected 
children , C and M were identified as bullied /victims, P , 
however was not identified as being bullied, but was self 
identified as being picked on at times, suggesting a tendency 
towards victimisation.
Child K like child 0 in Class 1 did not receive any choices,
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RESULTS : SOCIOGRAMS
The number of positive friendship choices received were used to 
divide the class into sociometric categories (see table 2 
below). The number of rejection choices are also represented on 
the sociograms as dotted lines pointing to the rejected child.
CLASS 1. N = 14.
Labelling on concentric rings
0 : No positive choices.
1 : 1 positive choice.
2 : 2-5 positive choices.
BULLY : R
VICTIM : F B I T M R_v 
BULLY & VICTIM : R
— * : Mutual choice.
—-> : Rejection choice.
CLASS 2. N = 12. 
Labels as above. 
BULLY : N E R G 
VICTIMS : C L M G R 
BULLY & VICTIM : G R
©
@
TABLE 2 Classification of pupils into the sociometric categories 
based on Bronfenbrenner's fixed frame of reference.
:l a s s 1. CLASS 2.
Category Number of positive 
choices received.
Pupil letter Pupil letter
STAR 6 — —
ABOVE AVERAGE 2 - 5 A,B,D,E,P,U. A,F,G,N.
BELOW AVERAGE 1 I,C,H. L , J , R , E .
NEGLECTEE 0 F,M,0,R,T. K,C,P,M.
positive or negative and is clased as an isolate, who again was 
not identified as either a bully or victim, but as one who was 
ignored by class members.
Some of the identified bullies in class 2 were placed in the 
middle circle, ie in the above average sociometric. category, 
that is to say they received as many positive friendship choices 
as other members of the class. Whilst this appears to be a 
contradictory result, it should be noted that these children also 
received some negative friendship choices, suggesting that these 
children are both liked and disliked at the same time, which 
could be called a controversial friendship.
It is of note that in class 1 only one child was identified as 
being a 'bully'( by self and teacher), and that this child was 
also identified as being bullied. In class 2, the 3 identified 
( by teachers and self) bullies were all more popular than the 
bullied children, but as outlined above were as popular in some 
respects as other children, which partially supports Hypothesis 3.
The overall patterns identified by the sociograms are that 
bullied (victim) children are more likely to be rejected by other 
children and to be less popular and the personal characteristics 
of these 'unpopular' children are likely to be as those outlined 
in the results of Aim 1.
AIM 4 AND 5.
To compare and contrast children's ratings of themselves with
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teacher1 ratings a principal component analysis was carried out 
using SPSS/PC+ Version 351 Factor analysis program to extract 2 
factors . The principal component analysis involved transforming 
a set of variables ( Repertory grid data, Appendices 1 - 4 ) into 
a set of hypothetical variables, which are uncorrelated. The 
first component is derived in such a way that it will account for 
the maximum variance.
By comparing the class 1 and teacher of class 1 constructs 
plotted in component space one can ascertain if the children are 
perceived in the same way by their peers and by their teachers. 
See Results - Principal components analysis overleaf (page 37) 
for the completed plots.
CLASS 1 :
The first component accounting for 38.1 % of the variance
suggests a multi-dimensional picture where the constructs are 
evenly dispersed, clustering into quadrants.
It is difficult to label the components, but they seem to 
represent emotional and social variables. The clusters of 
constructs are :
a) 11, 14, 18 19 (by pupils)
11, 18 21 (by teachers ) with 19 nearby
These constructs are : tough , happy, pretty/handsome, having
lots of friends. These are not in the same quadrant as either 
the bully or victim associated constructs and possibly 
represents a well adjusted group.
b) 17,15,24,10,2,4 (by pupils and teachers)
These constructs represent Gets picked on,cries alot,having
RESULTS : PRINCIPAL COMPONENTS ANALYSIS.
CLASS 1. Constructs plotted in component spaceIp^P*
Component 1 (horizontal): accounting for 38.1 
Component 2 (vertical) : accounting for 18.4
of the variance, 
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problems , shy, quiet, nervous which represent the children 
identified as victims (bullied children.)
c) Construct 8 (bully) was not clustered with other constructs 
as markedly as the victims.
The teacher and class plots represented similar perceptions of 
the class constructual components, with both the children and 
teachers identifying similar patterns of clustering for the 
'victim/ picked on' child and relative unclustering of the 'bully' 
child.
It is however of note that even though the underlying construct 
sub systems appear similar particularly with respect to the 
'victim' subsystem, the fact that bullying seems not to be
clustered with other components could be explained in part that
only 1 child was identified as a bully for this class.
CLASS 2.
Looking again at the plots on the principal components analysis
overleaf (page 39), clusters of constructs can be seen.
a) 13,18,14,19,6,7 (teachers)
good at games,pretty/handsome,happy,lots of friends and to a 
lesser extent fat, tall, representing a group not clustered 
with either bullies or picked on/ victims.
13,18,14,19,5 (pupils)
good at games, pretty/handsome,happy, lots of friends,clever 
are clustered together, representing a group as above.
b) 8,22,3,20,1,17,9 (teachers)
bully, fights alot,teasing others,show off, bossy,and to a 
lesser extent being nasty and being picked on,
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RESULTS : PRINCIPAL COMPONENTS ANALYSIS.
CLASS 2 . Constructs plotted in component space
Component 1 (Horizontal) : accounting for 33.9 % of the variance
Component 2 (vertical) : accounting for 27.0 % of the variance
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8,22,3,20,1 (pupils)
bully, fights alot,teases others,show off,bossy cluster 
These clusters represent 'bully1 type constructs.
c) 12,24 are closely clustered for both children and teachers 
representing a sub group.(boring and having problems.)
d) 10,4, 2 are also clustered together for both children and 
teachers, these represent nervous ,quiet and shy children.
In general children and teachers of these two groups of children 
seem to perceive the children in the same ways, and cluster 
components similarly. It is of note that class 2 defined a 
cluster of constructs including bullies as opposed to class 1, 
this could be partly explained by the fact that only one bully 
was identified in class 1( who was also identified as a victim/ 
bullied child), as compared to 4 identified in class 2.
SUMMARY OF THE RESULTS :
1. The personal characteristics ( constructs) associated with 
bullying others included teasing others,being nasty, being a show 
off, having few friends and getting into fights easily.
2.Personal charcteristics (constructs) associated with being 
picked on/bullied included being quiet, nervous, shy, 
weak,boring,bad at games, crying alot and having few friends.
It is of note that both groups ( bullies and victims ) were 
significantly correlated with having few friends.
3.Builies and victims were easily identified by both teachers and 
pupils. Pupils did identify themselves as being both victim and 
bully, in contrast to the teachers who did not identify any
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children as belonging to the bully-victim group.
4.In addition to the personal characteristics outlined above, 
data from the screening teacher questionnaire showed that bullies 
and victims both have poor concentration and low general 
ability. Bullies also tended to be clumsy.
5.Builies and victims accounted for 93.2 % of the 'poor' scores 
in the screening teacher questionnaire.
6. Taking the two classes as a whole,17.2 % of the classes were 
identified as bullies, 37.9 % as victims, 55.1% of the children 
had, therefore, been involved in bullying or victimisation .
7.The main features of friendship patterns of bullies and 
victims were that they do not tend to get on well with other 
children, and tend to play on their own or in small groups.
8. Sociometric analysis showed that victims were less popular 
than bullies who were in turn less popular than other children.
9.Using Principal component analysis, to compare teacher and 
child ratings, it emerged that the pupils and teachers seem to 
perceive the members of the class in similar ways and clustrered 
the components similarly.
DISCUSSION.
The personal characteristics of children who were or who were at 
risk of becoming "bullies or victims" were identified from the 
child's constructional view of his social world. The use of 
Personal Construct Theory allowed the study to be focused on the 
child's criteria ( ie the constructs were elicited by children) 
rather than on criteria imposed and chosen by the researcher. The 
child's viewpoint is crucial for a study on the secretive and 
stigmatised behaviour pattern of bullying and victimisation.
The personal characteristics (constructs) significantly 
correlated with being a bully from the class member's point of 
view included teasing others,being nasty, being a show off, 
having few friends and getting into fights easily. Different 
constructs were identified by the teachers as being significant, 
namely being picked on and fighting a lot, suggesting that the 
teachers and children have different constructions of 'bully and 
victim' characteristics. It is of note that trends for the 
constructs identified by the children were noted by the teachers 
but were not significant for both teachers.
Personal characteristics (constructs ) significantly correlated 
with being a victim from the child's point of view included being 
quiet, shy, nervous, weak, boring, bad at games, crying alot and 
having few friends. The teachers identified being stupid, being a 
bully, and sad as constructs correlated with being a victim.
General characteristics from the teacher's questionnaire revealed 
that children identified as victims exhibited tendencies towards
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lower general ability; both bullies and victims were found to 
have poor concentration with poor to average mastery of speech. 
Bullies and victims accounted for 93.2 % of the poor ratings from 
the teachers, thereby, constituting a poor general ability 
group. This information could be used preventatively in the 
classroom, with extra vigilance being paid towards 'poor' 
performers particularly in their social and peer relationship 
developmental progress.
A interesting result was the high incidence of bullies and victims 
in the two classes studied ( 55.1 %), this figure is higher than 
the 10 - 20 % estimated by previous research ( Besag, 1989. 
Olweus , 1978). This could in part be explained by the type of 
school, namely an inner London " rough" multi cultural 
population. These results are in accordance with Stephenson and 
Smith's 1989 Cleveland study that high incidence of bullying will 
be found in schools in high social priority areas. The racial 
component of bullying which was not studied in this thesis, could 
have significantly contributed to this high incidence, and 
clearly is an area which needs further study.
The teachers and children easily identified bullying/aggressive 
children, and good agreement was found between teachers and child 
self identification on children identified as bullies, supporting 
Hypothesis 1. Teachers associated bullying with being picked on 
in their correlation of constructs, but did not identify any 
children in the 'bully-victim' category ( Besag, 1989).
The children self identified 3 children as belonging to the 
'bully-victim' group suggesting that these classes have a
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particularly problematic group of children, not least because 
they were missed by the teacher; this supports Hypothesis 2 as 
children who were victims, particularly bully-victims were better 
recognised by the class members than by the teacher. This 
particular group of children are known to be psychologically 
vulnerable and further clarification is needed for appropriate 
management.
It is of note that these high incidence rates and significant 
correlations came from a very small sample; larger, and 
longitudinal studies could supply more detailed results 
indicating the categories and persistence of bullies and 
victims more clearly.
The small size of the sample restricted the analysis of the data, 
particularly the questionnaires and interviews. Descriptive 
analysis was performed which explored, and provided interesting 
results about the patterns of characteristics of individuals 
associated with bullying and victimisation.
Peer relationships and friendship patterns are crucial to the 
social development of the child, which in turn is critical for 
adult relationships. Bullies and victims in the literature 
are described as being relatively friendless, both in and out of 
school, with victims being more isolated than bullies.The results 
of this thesis showed that both groups were likely to receive 
rejection choices from their peers and be relatively isolated in 
accordance with the literature. Bullies were found to be 
relatively more popular than victims but were found to be in the
above average category in the sociogram, indicating relative 
popularity. It is of note that this appears to be a contradictory 
result, but when the 'bullies' received some positive friendship 
choices, they also received negative rejection choices, ie they 
were children both liked and disliked at the same time, what 
could be termed a controversial friendship. It is also important 
to recognise that a large proportion of the class did not have 
parental consent to take part in the study, thereby, reducing the 
numbers of possible choices received and, therefore, the 
probability of creating the 'star ' sociometric category. This 
would have separated out further the cluster of children, and
therefore, also their relative popularity, in the first
concentric circle ( in the sociogram) ie. the above average
category. This evidence, therefore, partially supports Hypothesis 
3 as bullies were more popular than victims, but appeared to 
be in the most popular category, whilst receiving contradictory 
rejection choices at the same time.
Data from the child interview and teacher questionnaire supported 
the Hypothesis 4 that bullies and victims do have friendship 
difficulties in common, they tend not to get on well with other 
children and will generally play on their own or in small groups. 
The picture of a bully or a victim is a sad, isolated child with 
poor peer relationships and poor social competence abilities
and who has a poor prognosis for future social development.
Comparisions were made between the clustering of constructs using 
Principal component analysis by the teachers and children in 
accordance with aims 4 and 5 to discover if teachers and children
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perceive members of the class similarly. By comparing the class 
repertory grid with the teacher's repertory grid it emerged that 
the teachers and children appear to construe in similar ways. 
They clustered "bully/aggression", "victim/picked on" and "well, 
non bully /victim" characteristics in similar patterns. ■ Slight 
variations were found between the two classes. This was felt to 
be due to the small sample size, and the fact that there was only 
one bully in class 1 who had also been identified as a bully- 
victim.
It was noted that a large proportion of the class ( 14 out of 41 
: 35 % ) did not take part in the study, as parental consent was
not given. The teachers of the two classes reported that in most 
cases no reason was given, parents merely ignored the requests, 
and were generally the parents who did not keep in contact with 
school regularly. It was difficult to ascertain why these parents 
did not co-operate.
Conclusions.
From the results of this thesis, a high incidence of bullies and 
victims were found in this small sample, indicating a serious 
problem with clear cut personal characteristics and friendship 
patterns identified for these children. The school involved had 
no formal bullying policy and said that bullying was known to be 
a problem in their school, and they had contacted Kidscape on my 
advice for management ideas.
Implications for future research.
1.Further work needs to be done on the identification of personal 
characteristics of bullying/victimised children from the child's 
point of view , so that vulnerable children can be identified and 
preventative work started. A larger sample size with more 
detailed questionnaires and child interviews could lead to more 
specific target characteristics and identifiable patterns of 
social behaviour.
2.Poor general ability scores was highly characteristic of 
bullies and victims, further research could lead to predictive 
patterns investigating the links between 'poor' characteristics 
and social and peer relationship development.
3. Evaluative work needs to be carried out on the Kidscape and 
other anti bullying campaigns to formally test their 
effectiveness, as in the Janus project ( Munthe, 1989).
4. The highly vulnerable bully-victim group, ie the overlap
between bullies and victims needs further research to identify
and develop appropriate identification and intervention 
strategies.
5. The racial component in bullying has not been clearly
delineated, future research could concentrate on this aspect, 
which is particularly relevant for schools in a multi cultural 
area, such as the one in this study.
6. As bullying is a very serious problem for those concerned,
and for those around them, thought should be given to the
involvement of the community and police as well as teachers, 
pupils and parents. Intervention work could be initiated on whole 
community rather than just whole school approaches, in order to 
improve the very poor long term prognoses for those involved in 
bullying and victimisation.
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LIST OF ELICITED CONSTRUCTS.
CONSTRUCT ---------------------  CONSTRUCT
Rated 1 <------------------- > Rated 5
1 . BOSSY NOT BOSSY
2. QUIET NOISY
3. TEASES DOES NOT TEASE
4. NERVOUS NOT NERVOUS
5. CLEVER STUPID
6. FAT THIN
7. TALL SHORT
8. BULLY DOES NOT BULLY OTHERS
9. NASTY NICE
10. SHY BRAVE
11. TOUGH WEAK
12. BORING FUN
13. GOOD AT GAMES NOT GOOD AT GAMES
14. HAPPY SAD
15. CRIES ALOT RARELY/NEVER CRIES
16. NOT TRENDY TRENDY
17. GETS PICKED ON DOES NOT GET PICKED 01
i—1
 
00
 
• PRETTY/HANDSOME UGLY
19. LOTS OF FRIENDS VERY FEW FRIENDS
20. SHOW OFF NOT A SHOW OFF
21. GOOD NAUGHTY
22. FIGHTS ALOT DOES NOT FIGHT
23. SILLY NOT SILLy
HAS NO PROBLEMS24. HAS PROBLEMS
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REPERTORY GRID.
CONSTRUCTS ELEMENTS.
A B C D E F G H I J K L M N 0 P Q R S T U IDEAL ( )
1. BOSSY 1 NOT BOSSY
2. QUIET NOISY
3. TEASES NO TEASE
4. NERVOUS NOT NERV.
5. CLEVER STUPID
6. FAT THIN
7. TALL SHORT
8. BULLY
I.
NOT BULLY
9. NASTY NICE
10.SHY BRAVE
11.TOUGH WEAK
12.BORING FUN
13.GOOD AT 
GAMES
NOT GOOD 
AT GAMES
14.HAPPY SAD
15.CRIES ++ NO CRY
16.NOT TRENDY TRENDY
17.GETS PICK­
ED ON
NOT PICK­
ED ON
18.PRETTY UGLY
19.FRIENDS ++ FEW FRIENDS
20.SHOW OFF NOT SHOW OFF
21.GOOD NAUGHTY
22.FIGHTS NO FIGHTS
23.SILLY NOT SILLY
24.PROBLEM
4---
NO PROBLEM
S H -
A W Z N ' uml L_
B/W/AS Mood of child : Quiet/ app/hap/boast.
INTERVIEW WITH CHILD.
NAME:____________________________________________  Date:_____________
1.Do you have a best friend in the class,who is it?_____________
- WHo is your next best friend ?_________________________________
2.If you had a game,whom would you like to play it with ?______
- Who else would you like to play it with ?_____________________
3.1s there anyone you really do not like to play with?__________
- Anyone else ?____________________________________________________
4.Do you enjoy school ? Y/N
- Why_______________________________________________________________
-What is your favourite subject?_________________________________
5.Do you get on best with Girls?boys?
6.What games do you like playing best ?_____________________ _____
_Do you play them with friends from School/from outside school.
7.Do you see friends after school ? Y/N
- What do you do with them ?______________________________________
8.Have you ever been picked on at school ? Y/N/Maybe
-If so tell me about - the last time______________________________
-When was it ? last year/this year?
9.Did you tell anyone ? Y/N
-if so what happened ?_____________________________________________
10.What does the word bully mean to you?________________ _________
11. Are there any bullies at this school ? Y/N
12.What about you, have you ever been bullied ? Y/N 
- or have you ever bullied anyone ? Y/N
13. What are you going to do the rest of the day ?_
14.Anything else.you would like to tell me?
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TEACHER QUESTIONNAIRE.
Name of Child :_____________________________ Date_t___
Date started this school ___________  Date of Birth
Any sibs in this school : Y/N 
Names and approximate ages:
PLEASE MARK THE FOLLOWING AS APPROPRIATE
1.Attendance: Good Average Poor
2.Physical appearence:
3.General ability:
4.Motor abilities:
5.Concentration:
6.Speech/Language:
Very
attractive
Above
Average
Well
Co-ordinated
Usually
Good
Advanced
Average
Average
Average
Average
Average
Unattractive 
Below Average 
Clumsy 
Usually poor 
Poor/delayed
7.Mood: Happy Average Unhappy
8.When the child has 
a free activity,is he
Usually on 
own
Sometimes 
with others
Usually with 
others.
9.How often is the 
child left out ?
Often Sometimes Rarely
10.Does the child 
play with
Large group 
of children
Small group 
of children
On own
11.How does he get on 
with other children?
Well Averagely Not very well
12.How often is the 
child involved in real 
fights ?
Often Sometimes Rarely
13.1s he teased by 
others ?
Often Sometimes Rarely
14.1s he bullied by 
others ?
Often Sometimes Rarely
15.Does the child 
bully others ?
Often Sometimes Rarely
16.How often do you need Often Sometimes Rarely
to keep an eye on him ? 
17.If so, why ?
ANY OTHER COMMENTS ?
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RESULTS : REPERTORY GRID : CLASS 1.
(* G,J,K,L,N,Q & 
CONSTRUCTS ELEMENTS
A B C D E F H I
1 2.8 4.5 2.1 1.9 1.1 4.6 3.9 3.8
2 3.3 1.3 4.2 1.3 4.7 1.9 1.2 3.9
3 4.0 4.5 4.3 3.9 3.1 4.6 4.6 2.0
4 2.5 1.2 4.9 3.1 4.7 1.0 2.9 3.1
5 2.1 3.9 1.4 2.0 2.1 4.6 1.9 4.0
6 4.2
00•CO 3.0 fO • o 3.1 2.9 1.9 3.9
7 2.0 2.9 3.1 3.9 1.4 3.1 1.3 3.9
8 5.0 4.6 4.6 4.1 4.5 4.2 4.1 4.1
9 3.5 3.1 4.1 3.1 3.9 4.3 3.9 2.9
10 2.1 1.2 4.2 4.0 4.7 1.9 1.9 4.1
11 3.4 4.4 1.8 2.0 1.9 1.1 1.9 4.9
12 2.5 1.1 4.9 3.0 4.9 5.0 2.9 2.1
13
00•CM 4.1 1.4 2.1 1.1 1.9 2.1 4.0
14 2.1 3.9 1.2 1.0 1.2 3.2 2.2 3.1
15 3.8 1.4 4.5 5.0 4.7 4.4 4.1 3.2
16 2.0 1.1 1.1 4.0 4.6 1.0 3.2 2.0
17 4.5 2.1 4.9 2.1 4.3 3.1 2.4 2.1
18 •
CM 4.0 1.2 2.0 1.1 1.0 2.1 4.0
19 2.3 4.1 1.1 1.9 1.2 4.1 1.9 4.9
20 3.8 4.9 2.1 2.1 1.9 5.0 3.9 2.0
21 2.0 3.1 2.0 4.1 2.9 4.1 2.2 4.0
22 4.6 2.0 2.9 4.1 4.6 3.1 2.2 2.0
23 2.9 3.1 4.1 3.9 4.1 3.0 2.2 2.0
24 4.8 1.1 3.9 4.1 4.7 1.9 4.6 4.0
APPENDIX 1 
(Rating per child averaged over cla 
5 did not have parental consent.)
M 0 P R T U
4.9 2.4 1.9 1.1 1.9 2.1
1.1 3.9 4.6 4.7 3.9 5.0
4.6 2.1 2.0 1.1 1.9 4.9
1.0 4.0 5.0 4.0 3.9 3.8
2.0 3.1 1.1 2.1 2.1 1.2
2.9 2.8 4.1 2.0 3.1 4.0
1.9 1.9 1.1 1.2 3.0 4.9
4.6 4.6 4.6 2.1 4.0 4.9
1.9 3.9 4.1 1.2 4.0 5.0
1.2 4.9 3.9 4.9 4.9 5.0
3.9 4.8 1.0 1.1 1.2 1.3
2.1 3.8 4.9 2.9 3.9 4.6
3.9 4.1 1.1 2.1 1.3 2.2
3.1 3.2 2.1 2.2 1.9 1.7
3.0 4.5 5.0 4.1 3.7 4.8
3.9 4.1 1.1 2.4 4.4 1.3
2.1 2.1 4.7 4.9 3.7 4.8
1.9 3.2 1.2 1.3 2.1 1.1
4.6 2.1 1.1 4.8 1.2 1.3
4.7 2.2 1.2 1.1 2.3 4.1
1.9 3.7 4.1 4.7 1.1 2.1
4.7 4.2 2.1 1.0 3.1 4.1
3.9 4.2 4.2 4.4 3.4 1.1
4.1 3.9 3.9 4.1 4.1 3.7
S I
APPENDIX 2
RESULTS : REPERTORY GRID : CLASS 2. (Rating per child averaged over class
(* B,D,H,I,0,Q & S did not have parental consent.) 
CONSTRUCTS ELEMENTS
A C E F G J K L M N P R
1 1.1 3.9 1.2 2.1 3.3 4.9 2.1 4.7 3.1 3.2 3.1 1.0
2 4.7 2.1 4.6 3.7 2.7 4.1 3.7 1.1 2.4 3.0 1.2 4.7
3 2.1 3.1 1.1 4.6 2.1 2.9 1.9 4.6 4.5 1.0 4.0 3.8
4 4.6 2.1 5.0 3.9 1.0 2.8 2.0 1.1 2.4 2.6 3.1 4.0
5 1.2 2.4 4.6 2.0 4.1 3.0 2.8 4.1 2.7 3.1 3.1 4.0
6 4.1 4.5 3.0 1.9 4.7 4.0 3.1 2.9 2.8 3.3 3.4 3.1
7 2.1 4.3 2.0 1.2 1.1 4.1 3.0 4.7 2.9 2.6 4.6 2.0
8 4.5 4.7 2.1 4.6 2.6 4.7 3.9 4.9 4.7 1.0 5.0 2.1
9 3.1 2.3 1.7 4.5 2.1 4.6 2.0 2.9 3.1 1.2 2.9 1.9
10 4.7 1.3 4.6 3.9 1.1 2.0 1.9 1.3 2.1 3.3 1.0 3.0
11 2.0 3.0 2.0 1.7 4.7 3.1 3.1 4.6 3.8 1.0 2.9 1.0
12 4.9 1.1 2.0 4.6 2.1 4.0 1.9 2.4 2.5 3.1 3.1 2.0
13 2.1 4.3 4.0 1.1 2.3 1.2 1.9 4.6 2.4 2.3 1.9 3.0
14 1.0 3.2 4.1 1.6 3.0 1.1 3.9 4.7 3.9 4.0 4.1 2.9
15 4.9 3.0 4.3 4.1 3.1 4.3 1.9 1.2 2.0 4.0 4.1 4.3
16 4.7 4.0 2.1 4.7 2.8 4.0 2.1 4.9 2.1 2.4 2.1 3.0
17 4.6 2.0 4.7 4.8 2.0 4.9 2.0 1.2 2.0 4.0 3.1 3.1
18 1.1 2.1 2.4 2.1 4.1 1.6 3.0 4.0 3.3 3.3 3.5 3.4
19 1.2 2.9 4.6 1.1 4.1 2.1 4.0 3.9 3.0 4.5 3.9 3.9
20 1.5 2.3 1.1 2.9 2.1 4.1 4.4 4.6 4.0 1.2 3.9 1.3
21 3.1 2.1 4.6 3.1 2.1 4.8 3.9 2.9 3.1 4.2 2.0 4.0
22 1.9 2.7 1.2 3.7 3.1 3.4 1.2 3.0 3.0 1.0 3.8 2.0
23 3.9 1.8 3.1 4.4 4.1 3.7 1.9 3.8 2.9 3.0 4.1 2.1
24 4.6 3.0 4.1 3.9 1.7 3.8 1.3 4.4 3.3 2.0 3.0 2.4
5 %
RESULTS : REPERTORY GRID. TEACHER CLASS 1.
CONSTRUCTS ELEMENTS
A B c" D E F H I M 0 P R T U
1 2 5 2 3 1 5 4 3 4 2 2 1 2 1
2 4 2 4 1 4 1 1 4 1 4 4 4 4 5
3 5 4 3 3 3 5 4 2 5 2 1 1 1 4
4 2 1 4 2 4 2 2 3 1 4 4 4 4 3
5 3 5 1 3 3 4 3 3 3 4 2 2 2 2
6 3 3 3 2 2 2 2 3 2 3 4 2 2 3
7 2 1 3 . 4 1 3 2 3 2 2 1 1 3 5
8 5 4 5 5. 5 3 5 5 5 5 5 3 5 5
9 3 3 3 3 4 4 4 3 3 4 4 2 4 4
10 2 1 3 3 4 2 1 4 1 5 3 4 4 5
11 3 4 2 2 2 1 3 4 3 5 1 1 1 1
12 3 2 4 3 4 4 3 2 2 4 5 2 4 4
13 2 4 1. 2 1 2 2 3 4 4 1 2 1 2
14 1 3 1 1. 2 4 3 3 3 2 1 4 3 1
15 4 1 5 5 5 4 3 3 3 5 5 4 4 4
16 2 1 1 3 3 1 3 2 3 4 1 3 4 3
17 5 3 4 4 4 1 3 4 3 4 5 3 3 5
18 2 4 1 2 2 1 2 3 2 3 1 1 2 1
19 3 4 1 1 2 3 2 4 5 2 2 5 2 1
20 3 4 2 3 2 4 4 2 4 2 1 2 2 4
21 2 3 2 4 2 4 2 4 1 4 4 3 1 2
22 5 2 3 3 4 3 2 2 4 4 2 1 3 3
23 3 3 4 3 4 2 2 2 4 4 3 3 3 1
24 5 2 4 3 5 2 4 4 4 v 3 4 4 4 4
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APPENDIX 3
* (See Appendix 1)
APPENDIX 4
RESULTS : REPERTORY GRID : TEACHER CLASS 2.
CONSTRUCTS ELEMENTS
A C E F G J K L M N P R  * (See Appendix 2)
1 1 3 1 2 3 4 1 4 3 2 3 1
2 5 2 4 3 3 4 3 1 2 3 1 4
3 2 3 1 3 2 3 3 3 4 1 4 4
4 4 2 4 4 1 2 2 1 3 3 3 4
5 1 2 3 3 2 3 4 3 3 5 4 4
6 4 4 3 1 5 3 3 3 3 3 3 3
7 2 3 3 1 1 3 3 4 3 3 4 2
8 4 5 1 5 4 4 5 4 5 2 5 3
9 3 2 1 5 2 5 2 3 3 1 2 1
10 4 1 4 3 1 2 2 2 1 3 2 3
11 2 3 2 2 3 3 3 4 3 1 3 1
12 4 1 2 4 2 4 2 2 2 3 3 2
13 1 3 4 2 5 1 3 4 3 1 3 3
14 1 1 3 2 3 2 3 4 3 3 3 3
15 5 3 2 3 5 3 2 2 5 3 2 2
16 4 2 3 3 3 2 4 4 3 3 3 3
17 4 4 1 5 3 4 2 2 4 1 3 2
18 1 2 2 2 4 1 3 4 3 2 3 3
19 1 2 5 1 4 2 4 3 3 4 4 3
20 2 2 2 2 2 4 4 5 4 1 3 1
21 3 2 5 3 2 5 4 3 3 3 4 4
22 1 3 1 3 3 3 1 3 3 1 3 2
23 4 2 3 4 4 4 1 4 2 3 4 2
24 4 3 3 4 1 4 1 4 3 3 3 2
GO
APPENDIX 5
RESULTS : CORRELATIONS BETWEEN CONSTRUCTS CLASS 1.
CORRELATION.
1 2 3 4 5 6 7 8 9 10 11 12
1 1.0
2 (-.8) 1.0
3 ( .5) (-.6) 1.0
4 (-.9) ( .8) (-.6) 1.0 '
5 ( .6) -.4 .0 (-.6) 1.0
6 .1 .3 .1 -.1 .1 1.0
7 .1 -.3 .4 -.2 .2 .2 1.0
8 .4 -. 2 ( .6) -.3 -.1 ( .5) .2 1.0
9 -.1 .2 .3 .2 -.1 .4 .4 ( .7) 1.0
10 (-.9) ( .9) (-.6) ( .9) -.3 -.1 .1 -.4 .2 1.0
11 ( .5) -.3 .0 -.4 ( .5) .3 .1 .3 -.3 -.3 1.0
12 (-.5) ( .6) -.1 ( .5) -.3 .0 .0 .1 ( .7) ( .5) ( .7) l.(
13 ( .6) ( .5) -.1 ( .6) (-.5) -.2 -.2 .1 -.4 -.4 ( .9) (-.
14 ( .8) (-.4) .0 (-.6) ( .7) .2 -.1 .0 -.3 (-.5) ( .6) (-.
15 (~. 6) ( .5) -.1 ( .6) (-.5) -.2 .0 .0 .4 ( .6) (-.6) ( •
16 -. 2 -.1 -.3 ( -5) (-.7) -.2 -.3 -.1 -.2 .3 .1 — ,
17 (-.6) ( .7) -.2 ( .6) (-.6) .3 -.2 -.2 .2 ( .4) (-.7) ( •
18 .4 -.3 -.1 -.4 ( .6) .2 .2 .1 -.2 -.2 ( .9) (-
19 ( .6) -.4 -.1 (-.6) ( .7) -.1 -.3 (-.5) (-.7) (-.4) ( .4) (-
20 ( .8) (-.7) ( .8) (-.9) .4 .1 .3 ( .5) .2 (-.8) .2 — ,
21 -.1 .1 -.4 .1 .4 -.1 -.1 (-.5) -. 3 .1 .0
22 .0 -.1 . 4 -.2 -.2 .1 .1 ( .5) .3 .0 .2
23 -.4 -.1 -.4 .3 -.1 -.4 ( .7) -.4 -. 4 .1 -.1
24 (-.5) .4 -.3 ( .5) (-.7) -.2 -.3 .0 -.1 .4 -.1
Cont.
13 14 15 16 17 18 19 20 21 22 23 24
13 1.0
14 ( .8) 1.0
15 (-.6) (-.7) 1.0
16 .0- .2 .1 1.0
0 17 (-.7) (-.6) ( .4) -.3 1.0
18 ( .8) ( .6) (-.7) .0 (-.7) 1.0
19 ( .6) ( .7) (-.6) -.2 (-.4) -.5 1.0
20 .4 ( .5) (-.5) -.2 -.4 .1 .3 1.0
21 .1 .2 .2 -.2 -.1 .1 .4 -.4 1.0
22 .1 -.3 .3 ( .5) -.1 -.2 -.3 .3 -.4 1.0
23 -.2 -.1 .2 .3 .1 -.2 -.1 (-.5) .3 .0 1.0
24 -.3 (-.6) ( .5) ( .5) .3 -.3 -.4 (-.5) -.3 .3 .1 1.0
( ) significant with 22 degrees of freedom (df) n-2 
at p < 0.05 [ ie r +/- 0.423].
(o  I
APPENDIX 6
RESULTS : CORRELATION BETWEEN CONSTRUCTS CLASS 2.
CORRELATIONS.
1 2 3 4 6 7 8 9 10 11
1 1 .0
2 ( - . 7 ) 1 . 0
3 .3 ( - . 4 ) 1 . 0
4 ( - . 7 ) ( . 7 ) - . 2 1 . 0
5 .1 - . 1 - . 1 - . 2 L.O
6 .3 - . 1 - . 4 - . 3 .0 1 . 0
7 ( .7) ( - . 6 ) .3 - . 4 .0 .1 1 . 0
8 .4 - . 4 ( .7) - .  2 ( - . 5 ) .0 ( . 5) 1 . 0
9 .3 .0 ( .6) .1 ( - . 5 ) - . 2 .1 ( .7)
o•t—1
10 ( - . 7 ) ( . 8) - . 4 ( .8) - . 2 - . 3 ( - . 6 ) - .  4 .0 1 . 0
11 ( . 6) ( - . 6 ) .3 ( - . 8 ) .2 .3 .3 ( .5) .2 ( - . 7 ) 1 . 0
12 - . 1 .3 .1 .4 ( - . 6 ) - . 2 - . 2 .3 ( .7) ( . 5) - . 3
13 .1 - . 3 .0 - . 2 ( .5) .1 .3 - . 1 ( - . 5 ) - . 1 .2
14 .1 ( - . 6 ) .0 - . 4 ( . 6) - . 2 .3 - . 2 ( - . 6 ) - . 4 - . 3
15 ( . 5) ( . 6) - . 3 ( . 8) - . 2 .1 - . 4 - . 3 .1 ( . 6 ) ( - . 7 )
16 .2 .0 .4 .0 - . 4 .0 .1 ( . 5) ( .6) . 1 .1
17 - . 4 ( . 7) - . 3 ( .8) - . 3 - . 1 - . 4 - . 2 .3 ( . 8) ( - . 6 )
18 .2 ( - . 6 ) .2 ( - . 6 ) ( . 7) - . 1 .1 - . 3 ( - . 5 ) ( - . 6 ) . 4
19 .0 - . 3 - . 4 - . 3 ( . 8) .1 .1 ( - . 6 ) ( - . 8 ) - . 3 .1
20 ( .6) ( - . 5 ) ( .6) ( - . 5 ) - . 1 - . 2 ( . 6) ( . 7) ( .5) ( - . 6 ) ( . 6)
21 - . 2 .4 - . 3 ( .5) .2 - . 3 .1 - . 3 .0 .3 ( - . 5 )
22 ( . 5) ( - . 5 ) ( .8) - . 3 - . 1 .0 .3 ( .7) ( .7) ( - . 5 ) ( . 5)
23 .2 - . 1 .2 .1 - . 1 - . 1 - . 2 .2 ( .5) . 1 .2
24 .0 .1 .3 .4 - . 2 - . 2 .2 ( .5) ( .6) . 4 .0
Cont
13 14 15 16 17 18 19 20 21 22 23
13 1 . 0
14 ( . 6) 1 . 0
15 - . 4 ( - . 6 ) 1 . 0
16 .1 ( - . 6 ) .1 1 . 0
17 ( - . 5 ) ( - . 6 ) ( . 9) .1 1 . 0
18 .3 ( .8) ( - . 6 ) - .  4 ( - . 7 ) 1 . 0
19 ( .5) ( .8) - . 3 ( - . 7 ) ( - . 4 ) ( .7) 1 . 0
20 - . 2 .2 ( - . 6 ) .1 ( - . 4 ) .2 - . 1 1 . 0
21 - . 3 .0 .4 - . 4 ( .6) - .  2 .2 .0 1 . 0
22 - . 3 - . 3 - . 1 .4 - . 1 . 1 ( - . 4 ) ( . 5) - . 3 1 . 0
23 - . 4 - . 3 .3 .4 .4 .0 - . 4 .1 - . 1 ( . 6 ) 1 . 0
24 .2 - .  3 .2 ( .6) .4 ( - . 5 ) ( - . 5 ) .0 .0 .3 ( . 5)
( ) significant with 22 degrees of freedom (df) n-2 
at p < 0.05 [ie. r = +/- 0.423 ].
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APPENDIX 7
RESULTS : CORRELATIONS BETWEEN CONSTRUCTS TEACHER CLASS 1
CORRELATIONS
1 2 3 4 5 6 7 8 9 10 11 12
1 1.0
2 (-.9) 1.0
3 ( .6) (-.6) 1.0
4 (-.8) ( .8) (-.8) 1.0
5 ( .6) (-.4) .3 (-.5) 1.0
6 -.3 ( .4) -.2 .2 -.2 1.0
7 .0 .0 .2 -.1 -.4 -.1 1.0
8 -.3 .1 .0 .1 (-.5) .3 .2 1.0
9 .0 -.1 .0 .2 -.1 .1 .2 .3 1.0
10 (-.7) ( .8) (-.6) ( .8) -.3 .2 .3 .1 .2 1.0
11 .4 -.2 .2 -.3 ( .5) .2 -.2 .3 -.1 -.2 1.0
12 ( .4) .3 -.2 ( .6) -.4 .3 .2 .3 ( .8) .4 -.4 1.0
13 ( .5) -.3 .3 ( .6) ( .7) .0 -.1 -.1 -.2 -.2 ( .8) (-.
14 ( .5) -.2 .0 -.2 ( .5) (-.6) -.3 (-.7) -.2 -.3 .0 (-.
15 ( .7) .4 -.4 ( .7) (-.5) .1 .2 .2 .3 ( .6) -.4 ( •
16 -.3 .1 -.3 .2 .0 (-.5) .2 .3 .2 ( .4) .1 —.
17 (-.7) ( .6) -.2 .3 (-.4) ( .6) .1 ( .7) .0 ( .4) .1 •
18 ( .4) -.2 .1 -.4 ( .7) .1 -.3 .2 -.1 -.2 ( .8) (-.
19 .3 -.1 .1 -.4 ( .5) -.2 (-.5) (-.5) (-.6) -.4 .2 (-.
20 ( .7) (-.7) ( .8) ( .9) .4 -.2 .2 -.2 .1 (-.6) .0 -.
21 .3 -.2 .0 -.1 ( .6) -.1 .2 -.4 -.2 .2 .4 —.
22 -.1 .0 ( .5) -.1 .0 .0 .1 ( .4) .3 .0 .2 •
23 -.1 .0 -.2 .2 .0 .0 (-.5) .2 -.2 -.1 .3 •
24 (-.7) ( .5) -.1 .4 (-.6) .0 -.1 ( .5) .0 .2 -.2 •
Cont.
13 14 15 16 17 18 19 20 21 22 23 24
13 1.0
14 .3 1.0
15 (-.6) (-.5) 1.0
16 .1 .1 .2 1.0
17 -.2 (-.8) .4 .1 1.0
18 ( .7) .2 (-.6) .1 .0 1.0
19 ( .5) ( .7) (-.6) -.1 -.4 -.3 1.0
20 .4 .2 ( .6) -.2 -.4 .1 .1 1.0
21 .4 .2 .0 -.1 -.3 .3 .1 .0 1.0
22 .1 -.4 .3 .2 .2 .1 -.2 .1 -.2 1.0
23 .1 -.1 .3 .1 .1 .2 .1 (-.5) -.2 .4 1.0
24 (-.5) -.4 .3 .3 ( .6) -.3 -.1 -.4 (-.6) .3 .2 1.0
( ) significant with 22 degrees of freedom (df) n- 2
at p < 0. 05 [ie . r = + /- 0 . 423 ]•
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APPENDIX 8
RESULTS : CORRELATIONS BETWEEN CONSTRUCTS TEACHER CLASS 2.
CORRELATIONS
1 2 3 4 5 6 7 8 9 10 11
1 1.0
2 (-.6) 1.0
3 .3 -.4 t-4 • o
4 (-.7) ( .5) -.1 1.0
5 -.1 -.3 .1 .1 1.0
6 .1 .1 -.2 (-.5) (-.5) 1.0
7 .3 (-.5) .2 -.2 -.4 -.0 1.0
8 .4 (-.4) ( .7) -.3 -.3 -.4 -.2 1.0
9 ( .5) .0 .3 -.1 -.3 -.4 -.2 ( .5) 1.0
10 (-.7) ( .6) (-.5) ( .7) .1 -. 3 -.1 (-.6) -.1 1.0
11 ( .7) (-.6) .3 (-.8) -.3 .2 .4 ( .6) .4 (-.6) 1.0
12 .0 .4 -.1 .4 -.1 -.4 -.2 .0 ( .6) ( .5) -. 3
13 .1 -.4 .1 -.4 -.1 .3 .0 .0 -.4 -.4 .4
14 .1 (-.4) .1 -.2 ( .6) -.1 .3 -.3 -.3 -.1 .2
15 .1 .2 -.1 -.1 (-.6) ( .5) (-.5) .2 .2 -.2 .0
16 -.2 -.1 .2 .1 .0 -.1 .1 .2 .1 .0 .2
17 .2 .1 .2 .0 (-.5) -.1 -.4 ( .5) ( .7) .1 .2
18 .2 (-.6) .2 ( .5) .2 .2 .1 .1 -.4 -.4 -.4
19 -.1 -.3 -.2 -.2 ( .5) .2 .4 -.4 (-.6) -.2 .0
20 .4 -.3 .1 (-.6) .0 -.1 ( .5) .3 .4 -.2 ( .7)
21 -.2 .3 .0 .3 .4 -.4 .3 -.4 .0 ( .5) -.2
22 ( .7) -.4 .4 (-.5) -.2 .0 -.1 ( .4) ( .4) (-.4) ( .4)
23 ( .5) -.1 -.1 .0 -.3 .0 -.1 .0 ( .5) .1 .2
24 .3 .0 .0 .3 -.2 (-.4) .2 .0 ( .6) .3 .0
Cont.
13 14 15 16 17 18 19 20 21 22 23
13 1 . 0
14 ( . 5) 1 . 0
15 - . 1 - . 4
o
•
t—1
16 .1 .4 .3 1 . 0
17 - .  3 ( - . 7 ) .2 ( - . 5 ) 1 . 0
18 ( . 8) ( . 7) - . 3 .2 - . 2 1 . 0
19 ( . 6) ( .7) - . 2 . 2 ( - . 8 ) ( . 5) 1 . 0
20 .1 .2 - . 4 .0 .2 .3 - . 1 1 . 0
21 - . 2 .2 ( - . 5 ) - . 1 - . 2 - . 3 .2 .3 1 . 0
22 . 2 - . 1 - . 2 ( - . 5 ) ( .6) .3 - . 3 .4 - . 2 1 . 0
23 - . 1 .0 .3 - . 1 .4 - . 1 - . 3 .1 - . 1 ( . 4) 1 . 0
24 ( - . 5 ) - . 3 .0 - . 1 - . 3 ( - . 6 ) ( - . 7 ) .2 .1 .2 ( . 6)
12
1.0 
(-.7 
3 
2 
1 
( . 
( -  
(-
C
( . €  
( .€
24
( ) significant with 22 degrees of freedom (df) n-2 
at p < 0.05 [ r = +/- 0.423 ].
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BULLYING DATA FROM THE CHILD INTERVIEW.
APPENDIX 9j \ Q
CLASS 1 
Been Picked 
CHILD on ?
Tell anyone ?
CLASS 2 
Been pi 
on ?
eked Tell anyone?
Yes no Maybe yes no n/a Yes no maybe yes no n/a
A l ^ ‘ A i/'
B B*
C X C IX" X
D D*
E X E
>
F
/
< >
F
G* G
X X
H
X
H*
i
:::
I I* V-
J* -•- - J -
1/
K* K ,— X X
L* L X
M K' M X X
N* N X X
0 1 /
0*
P V/" P X *
Q* Q*
R 1/ -
R
X X
s* s*
T !✓"
■’ ••• ‘U
V  "
X
\\
l /
*
4 5
xt H l - ' Z .AJ u i  y  i i
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TEACHER QUESTIONNAIRE. CL-/4S5 J CHILD QUESTIONNAIRE.
ELEMENTS BULLY
Esej'v
BULLIED TEASED BULLY
±t<£Jrs "' —
BULLIED PICKED ON
U S N 0 s N 0 S N Y N Y N Y M N
A X X X X X
B 1/ X X x
C X X X
D X X X '
E X X X (X X
F X X- X" X" X"
r G
H IX X _ _
I | Xl/
-
Ix X X
J
K
L
M \ ^ X X X '
N
0 X xj X X X
P X✓ X X X IX'
Q
R X l / X X^ \
S
T V" 1/ X (X^
U X X
\
X
0 :  opoo
5 : JO^eHmeJ 
r \  ; ncK^y 
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TEACHER QUESTIONNAIRE. C LASS 2. CHILD QUESTIONNAIRE.
BULLIEDELEMENTS BULLY TEASED BULLY PICKED ON
S y m h d 5  a a  Ai°P£A)DiX l i
i
Rg.Suui s
FRIENDSHIP DATA. C . L A S S '
FREE ACTIVITY
is rov^a\iM
PLAY WITH GET ON WITH 
OTHER CHILDREN
SEE FRIENDS 
AFTER SCHOOL
on
own some
-H^ vej
wOi-fHfymcri
usually
voirh
O-K^ c rs
lge
gp
sml
gp
on
own well avgly not
well
y ts . no
A 1/
B ✓" \ S"
C u / l /
D
E u / 1^"
F 1 / i/"
* G
H
v /
'
1 I/""
¥ J
# K
¥ L
M I/"
'
Y N
0 -*
P
* Q
R u <
* S i'
T ! ^ ( Z 1
U 1 i/" 1
** r\o paren4a\ co n sorfr*
to%
R ts u t-rs -
FRIENDSHIP DATA. f.LAS.S ?
GET ON WITH 
OTHER CHILDREN
PLAY WITH SEE FRIENDS 
AFTER SCHOOL
FREE ACTIVITY 
£5 r\ovAv\a(A<-{
on
own wel 1 avglylge
gp
not 
wel 1
sml
gp
usually 
wi+'o
noyes'on own
>K r e  ponrtntal Covnsoort.
SOCIOMETRY. CLASS 1.
CHOICE ~~ 
rv\ .*vT>'L-
A B C D E F
*
G H I
*
J
*
k :
*
L M
*
N 0 p
*
Q R
*
S T U+ -
2 2 A + - +
2 2 B + - J -
2 2 C + -
2 2 D + + - -
2 2 E + +
2 2 F + - + -
n/c • G
i 2 H - - +
2 2 1 + + -
n/c J
n/c - K
n/c L
--r
2 1 M + +
n/c N
2 1 0 - + +
2 1 P +
n/c Q
2 1 R - +
n/c - S
2 0 T
2 2 U 
cifotctA
+ -
TOTAL
+ 2 2 1 3 4 0 1 1 0 0 2 0 0 5
(chosen to play wi 
, | 1 | 0
th)
1 0 0 1 0 1 2 0 0 4 3 0
luiuiuren wno were nor H K e a  to piay witn.j ' "" ....
* chiiaren whose parents did not give consent. ' ' ‘ ■ - ■
(x) scores received of children *
- t  '• po5rV>Vt_ v tu a v td ; K ;  uooutcV U ke -h i p )a i (  ca^  ^ '
— ' n£Q t'H 'fVv<L ^CO^<v^CC_et rCct .* i C  S c m - C O A - c  q  c l ' t i l . d  uJ c m M  r > o t  Hlo t o  j o l ^ Y
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SOCIOMETRY. CLASS 2
0
'■TiO\UJrV4T5't
A
*
C
1 *
E
* * ,
K M N
*
0
*
Q R
*
+ - B ! D F G H 1 >-> L P S
2 2 i a 1 li
1
!
i
-
B
!
]
2 1 C
! + +
D
2 2 E — + !
2 2 F + +
2 2 G + - -
H
I
2 2 J + — -
2 1 K - +
2 2 L - +
2 1 M + +
2 2 N + + —
* 0
2 1 P + _
* Q
1 2 R + - -
* S
T017 * * * * * * *
0 ' 1 0 * 3 0
(choices received as someone a child would like to pjlay a game with.)
1 0 
(rejection
1 2 . i j 0 | 0 1 1 |
choices received.]
! ° 0 | 0 | 2 3 j l 1
* children whose parents did not give consent.
(x) scores received of children *
- t -  • pC&rtivtSCove received '• f t  S c i^ee/iec , e n .ld  w o u ld  U VUrfo P )AL/
—  ' regA-dvc scoie k W  ved : • c ^ ovoeaoea ehi'icl would ne(- l< Ke-topto-^
I I
A P P L A J  o u t  I I
g e s u L . V  q ^ r a \  ® ^ 0 n m , ^
CX~Ar^ >S> I - —
TEACHER QUESTIONNAIRE.
ATTENDANCE 
- good____
avge
poor
PHYS. APP 
-.. v . att. 
- avge
unatt.
GEN. ABIL
- +avge
- avge
-avge
MOTOR ABIL 
- co-ord 
-~~avge
clumsy
CONCENT. 
- good
avge  .H
poor
SPEECH 
- adv.
avge
poor
MOOD
happy
avge
sad.
*  c h ild  K in  K jrtH rv  o  pa K y iH x l cc>Kse.n+ •
/THP£>U O/X- I?
U€r\€Tcrf ) r^tx^rvX'isCn 410 iryvfl^ {CQil( } Y ^ 6)U )^t\ ovninft i ^
TEACHER QUESTIONNAIRE.
ATTENDANCE 
- good____
avge
poor
PHYS. APP. 
- v. att.
- avge
unatt.
GEN. ABIL. 
- +avae
avge
-avge
MOTOR ABIL 
- co-ord
avge
clumsy
CONCENT. 
- good
avge
poor
SPEECH 
- adv.
avge
poor
MOOD
happy
avge
sad.
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